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1. The Promoting Healthy Development (PHDS) Survey

Your Child's Health Care

Returning Users

Are you returning to complete a
previously started survey?

|Enter ID Code Here @

Do you have questions?

Who developed and maintains this
website? b

What is the Promoting Healthy
Development Survey? B

Who developed the Survey? P

How is this information gathered on this
website used? (Privacy Statement) P

Contact Us ¥

Home Page P

Promoting Healthy Development Survey

Welcome

This site is where parents can fill out the Promoting Healthy Development
Survey.

The survey is about health care for young children (0 - 3 years).

Your child’s health care provider may have asked you to fill out this survey or
you may have read about this website and want to take the survey to learn
about the health care your child receives and how it can be improved.

This survey will take no longer than 10 to 15 minutes to complete. The
survey findings are used to help health care providers improve the care they
provide to young children.

Parents get something from filling out this survey too! A personalized report
will be created for you based on your responses. This report will guide you in
partnering with your child’s health care provider to improve your child’s
health care.

Take the Survey and
Get Your Report

! Note: This version of the survey is for well child visits for children less than age 10 months. Anticipatory guidance questions are
different for children ages 10-18 months and ages 19-48 months. These versions of the survey are available upon request.



Promoting Healthy Development Survey

Getting Started!

The first few questions are about your child. Your answers will help us in making sure that we ask the right questions about health care
your child may receive and so that we can make the feedback form useful for you.

1. What is your child's age?

O Younger than 3 months
O 3 months

O 4 months

O 5 months

O 6 months

O 7 months

O 8 months

O 9-10 months

O 11 months

O 12-14 months
O 15-16 months
O 17 months

O 18 months

O 19-21 months
O 22-23 months
O2 years old
O3 years old
O4 years or older

2. In the last 12 months, how many times has your child had a well-child visit for a check-up or shot?

O o0 times
O1 time
O 2 times
O 3 times
O 4 times
O 5 times
O 6 times
O7 times
O 8 or more



Promoting Healthy Development Survey

Getting Started! (cont.)

2a. When was the last time your child went to a well-child visit* for a check-up or shot?

O Less than a month ago

O 1 month ago

O 2 months ago

O 3 months ago

O 4 months ago

O 5 months ago

© 6-11 months ago

O Between 1 and 2 years ago

O 2 or more years ago

*Well-child care visits are those made to a doctor or health care provider when your child receives preventive services or well-
checks such as health screenings, vaccines or shots, and the provider talks to you about how your child and you are doing. This
provider could be a general doctor, a pediatrician, a nurse practitioner, a physician assistant, a nurse, or anyene else you might see for
health care.

-

Promoting Healthy Development Survey

Getting Started! (cont.)

This question is about where your child receives well-child care. Again, well-child care visits are those made to a doctor or health care
provider when your child receives preventive services or well-checks such as health screenings, vaccines or shots, and the provider talks to
you about how your child and you are doing.

3. Please choose the state where your child receives well-child care:

|Select a State v

-



Promoting Healthy Development Survey

Getting Started! (cont.)

3b. Please enter the site(s) where your child received well-child care in the last 12 months.

3c. Please enter the health care provider your child saw during his/her last well-child visit.

4. How did you learn about this survey? (www.yourchildshealthcare.ord) (Check all that apply)

Please seperate each site with a comma

Ol My child’'s doctor(s) or other health provider(s)

1My child’s health plan

Ol My child’'s health insurance company

Ol My employer or the company/person who pays for my child’s health insurance
[ I Medicaid

1A friend or colleague

[]other

Please Describe:




Promoting Healthy Development Survey

Directions for Completing the Rest of the Survey

Print these directions

1. This survey is confidential.

+ No name-specific information will be collected about you or your child. If you choose to not answer the survey, the decision will
have no effect on the health care you or your child receive or on your health care benefits.

2. This survey is about discussions you may have had with your child’s doctors or other health providers in the last 12
months or since your child was born.

+ This survey should be answered about ONE child who is aged 3 months to 3 years old. If you have more than one child in this
age group, you will need to complete the survey separately for each child.

+ If you were told about this website by your child's doctor or other health care provider, complete the survey for the child who had
a visit that day.

3. At the end of this survey, you will get a printable feedback form customized to the answers you provide.

* This form will include useful information and tips about how you can partner with your child's health care provider and have your
needs met. Helpful links to parent resources will also be provided.

4. You can choose to not answer any question. However, you must answer at least half of the items on the page before you
can continue to the next page of the survey.

+ Once you complete a page of the survey and hit "continue" your answers will be saved and you will not be able to change them
or go back to a previous page.

5. If you need to stop the survey and want to finish it later, you can click on the “Save and Resume Later” link in the upper
right hand corner. At that time, you will be given a unique ID code that will allow you to come back and finish the survey.

Print these directions

-



Promoting Healthy Development Survey

GENERAL INFORMATION ABOUT YOUR CHILD’S HEALTH CARE

Survey Directions | Save & Resume Later

1. In the last 12 months, how many times did your child go to an emergency room?

Ootimes O1time OZ-3times O4-51imes OG-10times O100rmoretimes

2. Inthe last 12 months, (not counting the times your child went to an emergency room) how many times did your child go to a doctor's
office or clinic?

O 0 times O 1 time O 2-3 times O 4-5 times O 6-10 times O 10 or more times

3. Inthe last 12 months, how many times was your child a patient in a hospital overnight or longer?

Ootimes O1time OZ-StimeS O4-51imes Os-wtimes O100rmoretimes

4. In the last 12 months, has your child needed care right away for an illness or injury?

(O Yes = Go to Question4a () No = Go to Question 5

4a. When your child needed care right away for an iliness or injury, how often did your child get this care as soon as you wanted?
Never Sometimes Usually Always

5. In the last 12 months, did your child get care from more than one kind of health care provider or use more than one kind of health
service?

O Yes = Go to Question 5a O No = Go to Question 6

5a. In the last 12 months, did anyone from your child’s doctor’s office or clinic help coordinate your child’s care among these
different providers or services?

Yes No My child did not get care from different providers or use more than one service

6. In the last 12 months, did you talk with your child's doctor or other health provider about any health problems or concerns about your
child?

O Yes= Go to Question 6a O No= Go to Question 7

6a. Did your child's doctor or other health provider give you easy to understand instructions about taking care of these health
problems or concerns?

Yes, Definitely Yes, Somewhat No
7. Does your child's doctor or other health provider seem to know the important information about your child's health history?

O Yes, Definitely O Yes, somewhat O No

0% Complete

-



Promoting Healthy Development Survey

DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

Survey Directions | Save & Resume Later

The next questions are about topics you may have talked about with your child’s doctors or other health providers.

NO,

1. Since your child was born, did YES, but | already had
your child’s doctors or other and mYEl?éstions but my questions but | wigg,we had information about
health PronderS_ talk with you wereyagswered were not answered talked about that this topic and did not
about the following: completely need to talk about it

any more
a) Breastfeeding O O O O
b) Issues related to food such
as the introduction of solid O O O O
foods
c¢) Your child’s sleep positions
’ ok O O O O

and where your child sleeps

d) Whether and how much

television or videos your O O O O
child watches

e) Issues related to childcare O O O O
f) Fluoride for your child’s teeth O @) O O
= | 6% Complete
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DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

Survey Directions | Save & Resume Later

NO,
2. Since your child was born, did YES, but | already had
your child’s doctors or other YES, . but my questions . information about
health providers talk with you and my questlogs were not answered bultkl ‘(‘;"sll: w$ I'I]ad this topic and did not
about the following: were answere completely talked about that need to talk about it

any more

NO,

a) The kinds of behaviors you
can expect to see in your O O O O
child as he/she gets older

b) Night waking and fussing O O O O
c) How your child

communicates his/her needs O O O O
d) What your child is able to

understand O o o o
e) How your child responds to

you, other adults, and O O O O

caregivers

f) Importance of showing a
picture book to or reading O O O O
with your child

= | 11% Complete




Promoting Healthy Development Survey

DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

Survey Directions | Save & Resume Later

NO,

3. In the last 12 months, did your YES, but | already had
child’s doctors or other health and m YESt,astions but my questions but | wiNsﬁ,we had information about
providers talk with you about the wereiiﬁswered were not answered talked about that this topic and did not
following: completely need to talk about it

any more
a) How to make your house
) safe ! O O O ©
b) Using a car seat O @) @) @)

c) How to keep your child from
getting burned, such as
changing the hot water O O O O
temperature in your home

1 | 17% complete
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DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

Survey Directions | Save & Resume Later

The next questions are topics you may have talked about with your child’s doctors or other health providers.

NO,
1. In the last 12 months , did your YES, YES, NO, but |l already had
child’s doctors or other health but my questions information about

_ . d but | wish we had this topi d did not
providers talk with you about: were not answere talked about that 1s topic and did no

and my questions
were answered

completely need to talk about it
any more
a) Resources for parents and
families in your community O O O O

b) Issues in your community
that may affect your child’s
health and development
(such as lead poisoning, pool O O O O
safety, community violence
and gun safety)
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QUESTIONS ABOUT YOUR EXPERIENCE OF CARE

Survey Directions | Save & Resume Later

The following questions ask about your overall experiences with the health care your child has received from his or her doctors or other
health providers in the last 12 months.

1. In the last 12 months, did your child’s doctors or other health providers. . . Yes, Definitely Yes, Somewhat No
a) Take time to understand the specific needs of your child (@) @) @
b) Listen carefully to you O O O
c) Show respect for what you had to say O @] @)
d) Help you feel like a partner in your child's care O O O
e) Explain things in a way that was easy to understand O O O
f) Show respect for your family’s values and customs, and how you prefer to O O @)
raise your child
g) Spend enough time with you @) @) @)




Promoting Healthy Development Survey

HEALTH CONCERNS ABOUT YOUR CHILD

Survey Directions | Save & Resume Later

The next few questions ask about concerns parents or guardians may have been asked about by their child’s doctor or other
health providers.

1.* Do you have any concerns about . . . Yes A little Not at all
a) Your child’s learning, development or behavior O @) O
b) How your child talks and makes speech sounds O @) O
c) How your child understands what you say O O O
d) How your child uses his or her arms and legs O @) O
e) How your child behaves O O @)
f) How your child gets along with others O @) O

* Adapted with permission from Parent’s Evaluation of Developmental Status, © 1997 Frances Page Glascoe, Ellsworth and Vandermeer Press. Any reproduction or adaptation

without the express written consent of the publisher is a violation of federal law.
] s%compete

 CORBRUES



Promoting Healthy Development Survey

DISCUSSIONS ABOUT YOUR CHILD

Survey Directions | Save & Resume Later

The next few questions ask about concerns parents or guardians may have been asked about by their child's doctors or other health
providers.

1. Inthe last 12 months, did your child's doctors or other health providers ask if you have concerns about your child's learning,
development or behavior?

Oves OnNo Oldon't remember

2. Atthe time of your child's visit(s) with his/her doctors or other health providers, did you have concerns about your child's learning,
development or behavior?

O Yes = Go to Question 2a ) No = Finished with this section

2a. In the last 12 months, did your child’s doctors or other health providers give you specific information to address your
concerns?

Yes No

;



Promoting Healthy Development Survey

HEALTH CONCERNS ABOUT YOUR CHILD

Survey Directions | Save & Resume Later

1. In the last 12 months, did your child’s doctors or other health providers do any of the
following to address your child’'s learning, development or behavior: Yes No
a) Note a concern about your child that should be watched carefully O O
b) Test your child’s learning, development or behavior O (@)
c) Refer your child for testing of his/her learning, development or behavior O O
d) Refer your child for speech-language or hearing testing O O
e) Refer your child to another doctor or other health provider O O

;



Promoting Healthy Development Survey

QUESTIONNAIRES FROM YOUR CHILD'S DOCTORS OR OTHER HEALTH PROVIDERS

Survey Directions | Save & Resume Later

Sometimes a child’s doctors or other health providers will ask a parent to fill out a questionnaire at home or during their child’s visit.

1. In the last 12 months, did your child's doctors or other health providers have you fill out a questionnaire about specific concerns
or observations you may have about your child's development, communication or social behaviors?

O Yes = Go to Question 1a (O No = Finished with this section
1a. Did this questionnaire ask about your concerns or observations about how your child talks or makes speech sounds?
Yes No

1b. Did this questionnaire ask about your concerns or observations about how your child interacts with you and others?

Yes No

;



Promoting Healthy Development Survey

QUESTIONS YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS MAY HAVE ASKED
ABOUT YOUR FAMILY

Survey Directions | Save & Resume Later

A child’s doctors or other health providers sometimes ask questions about a child’s family. These guestions help them provide the best
care possible for your child. These questions can be asked in a survey that you fill out before the visit, in the waiting room or when you
talked with your child’s doctor or other health provider during your child’s visit.

1. In the last 12 months, did your child’s doctors or other health providers ask you: Yes No
a) Ifyou feel safe at home O O
b) If anyone in your household drinks alcohol or uses drugs or other substances O O
c) If you have any firearms in your home O O

Es ] sov compiee



Promoting Healthy Development Survey

QUESTIONS YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS MAY HAVE ASKED
ABOUT YOUR FAMILY

Survey Directions | Save & Resume Later

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them provide the best
care possible for your child. These questions can be asked in a survey that you fill out before the visit, in the waiting room or when you
talked with your child’s doctor or other health provider during your child’s visit.

1. In the last 12 months, did your child’s doctors or other health providers ask you: Yes No
a) If you ever feel depressed, sad or have crying spells O O
b) If you have someone to turn to for emotional support O O
c) About any changes or stressors for you and your family O O

] o1 ampie

—

Promoting Healthy Development Survey

YOUR CHILD’S PERSONAL DOCTOR OR NURSE

Survey Directions | Save & Resume Later

The next questions are about your child’s doctors or other health providers.

1. A personal doctor or nurse is a health professional who knows your child well and is familiar with your child’s health history. This
can be a general doctor, a pediatrician, a specialist doctor, a nurse practitioner or a physician's assistant. Do you have one or
more person(s) you think of as your child’s personal doctor or nurse?

O Yes = Go to Question 1a O No = Finished with this section

1a. Do you have more than one person you think of as your child’s personal doctor or nurse?
Yes No
[ ] 67% Compiete

;



Promoting Healthy Development Survey

YOUR CHILD’S PERSONAL DOCTOR OR NURSE

Survey Directions | Save & Resume Later

1b. Please list the name of your child's personal doctor or nurse:

Reminder: This is a confidential survey. Your name and your child’'s name have not been recorded. The information from this survey
is used to help doctors and other health providers improve the health care they provide to young children like your own.

EEmm | 725 Compee
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YOUR CHILD'S HEALTH

Survey Directions | Save & Resume Later

The next questions are about your child’s health. They will be used to examine whether children with specific needs get different types
and levels of care than other children.

1. Does your child currently need or use medicine prescribed by a doctor (other than vitamins)?

O Yes = Go to Question 1a O No = Go to Question 2

1a. Is this because of ANY medical, behavioral or other health condition?

Yes = Go to Question 1b No = Go to Question 2

1b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

2. Does your child need or use more medical care, mental health or educational services than is usual for most children of the
same age?

O Yes = Go to Question 2a ONo = Go to Question 3

2a. Is this because of ANY medical, behavioral or other health condition?

Yes = Go to Question 2b No = Go to Question 3

2b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

;



Promoting Healthy Development Survey

YOUR CHILD'S HEALTH

Survey Directions | Save & Resume Later

3. Is your child limited or prevented in any way in his or her ability to do the things most children of the same age can do?

O Yes = Go to Question 3a O No = Go to Question 4

3a. Is this because of ANY medical, behavioral or other health condition?

Yes = Go to Question 3b No = Go to Question 4

3b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

4. Does your child need or get special therapy, such as physical, occupational or speech therapy?

O Yes = Go to Question 4a O No = Go to Question 5

4a. Is this because of ANY medical, behavioral or other health condition?

Yes = Go to Question 4b No = Go to Question 5

4b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

5. Does your child have any kind of emotional, developmental or behavioral problem for which he or she needs or gets treatment or
counseling?

O Yes = Go to Question 5a O No = Finished with this section

5a. Has this problem lasted or is it expected to last for at least 12 months?

Yes No

-
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YOUR CHILD, YOU, AND YOUR FAMILY

Survey Directions | Save & Resume Later

These questions are about your child, you, and your family. We are asking these questions to better understand the children and families
who complete the survey. Remember this survey is confidential and results will be kept completely anonymous.

1. How long did you breastfeed your child?

O O O O @ O
My child was not Less than 1 1-5 6-12 1 year or | am still
breastfed month months months more breastfeeding

2. How many days in a typical week do you or other family members read a book with your child?

Oodays O1-2days O3-4days Os56days  OAIT7 days

3. How many hours in a typical day does your child watch TV or watch videos?

Oohours OvLessthen1hour O1-2hours O Morethan 2 hours O We don't own a TV

4. In general, how would you describe your health?

O Excellent OVery Good OGood OFair O Poor

5. How many days in the last week have you felt depressed?

O O O O O O O O
0days 1day 2days 3days 4days 5days 6days Al7days

6. Inthe last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost pleasure in things you
usually cared about or enjoyed?

Oves ONo
| 6% Complee

;



Promoting Healthy Development Survey

YOUR CHILD, YOU, AND YOUR FAMILY

Survey Directions

These questions are about your child, you, and your family. We are asking these questions to better understand the children and families
who complete the survey. Remember this survey is confidential and results will be kept completely anonymous.

1. Is your child male or female?

O Male O Female

2. Is the child named in this survey your first child?

Oves OnNo OThe guestion does not apply to me

3. Is your child of Hispanic or Latino origin or descent?

O Hispanic or Latino OnNoT Hispanic or Latino

4. Whatis your child's race? (Choose all that apply) Yes No
a) White O O
b) Black or African American O O
c) Asian O O
d) American Indian or Alaskan Native O O
e) Native Hawaiin or Pacific Islander O O
f) Other O O

5. Are you male or female?

Owmale O Female

6. Are you of Hispanic or Latino origin or descent?

O Hispanic or Latino OnNoT Hispanic or Latino



7.  What is your race? (Choose all that apply) Yes No

a) White

b) Black or African American

c) Asian

d) American Indian or Alaskan Native

e) Native Hawaiin or Pacific Islander

O|0|0|0 |00
O|0|0|10|0|0

f) Other

8. What is your age right now?

Ounder1s O18to24 O2534 O3544 O4554 Os5564 (O65orolder

9. What is the highest grade or level of school that you have completed?

O O O O O O
8th grade Some high school, but High school Some college or 4-year college More than a 4-year
or less did not graduate graduate or GED 2-year degree graduate college degree

10. How much trouble have you had paying for. . . f‘ |°tb?f Some trouble No trouble
rouble

a) Child's health and medical expenses O O O

b) Supplies like formula, food, diapers, clothes and shoes O O O

¢) Health care for yourself O O O
11. Did someone help you complete this survey?

O Yes = Go to Question 12 O No = Finished with this section

12. How did that person help you? Please choose all that apply. Yes No

a) Read the questions to me

b) Wrote down the answers | gave

c) Answered the questions for me

d) Helped me remember what happened when my child went to the doctor or other health provider

e) Translated the questions into my language

| 94% Complete




Your Customized Feedback Report

Helping You Know
What To Expect and
Be A Partner
With Your Child’s Health

Care Providers.

Thank You for answering the survey. Use this feeback report to Did You Know?

remember questions you should ask during your child's next visit. B
) q. y. g.y Y A national study found that most children do
partnering with your child's health care providers you can make sure not get the preventive services they need to

your child gets the care that is recommended to ensure their well-being stay healthy. In fact, less than 10% of children
and healthy development. 3 years old and younger receive all of these

important services.

Well-child visits are a great opportunity to get information and guidance
about your child.

Printer Friendly Version

Save as a PDF Document

n Your Child’s Physical Needs

Based on your responses, it looks like you got the information you needed on the recommended topics related to
physical care of your child. That is great!



Your Child’s Development and Behavior

Based on your survey responses, you had your needs met on 5 of the recommended topics related to development and
behavior. Listed below are the topics you wanted more information.

Be a Partner- Ask Your Child’s Health Care Providers About:

L] what your child is able to understand

B Preventing Injury and Keeping Your Child Safe

Based on your survey responses, you had your needs met on 1 of the recommended topics about injury prevention.
Listed below are the topics you wanted more information.

Be a Partner- Ask Your Child’s Health Care Providers About:

[ ] How to keep your child from getting burned (changing hot water temp.)

[ ] How to make your house safe

Parenting Information and Resources in Your Community

Based on your survey responses, you had your needs met on 1 of the recommended topics about general information
and resources in the community. Listed below are the topics you wanted more information.

Be a Partner- Ask Your Child’s Health Care Providers About:

[ ] I1ssues in your community that may affect your child's health and development



B Parental Concerns About Their Child

Parent concerns about their child’'s learning, development and behavior are important to share with your child’s health
providers. Voicing these concerns can help identify potential delays.

Be a partner- Share the following concerns you noted about your child with your child's health care providers:
L] How your child behaves

[ ] How your child gets along with others

L] How your child talks and makes speech sounds
L] How your child understands what you say

L] How your child uses his or her arms and legs

L] Learning, development or behavior

n Standardized Assessment of a Child's Development

Sometimes health care providers have parents complete a questionnaire about a child’s development and behavior.

[ 1t sounds like your child’s health care provider did not have you fill out this type of questionnaire. If you are interested in
assessing your child’s development, two standardized tools are available for parents to complete online: Visit the Ages

and Stages Questionnaire (ASQ) at http://asq.uoregon.edu/ or the Parents Evaluation of Developmental Status (PEDS)
at http://www.forepath.org/.

Questions about You and Your Family

Your child’s health care providers should ask about family issues that affect your child’s health and well-being.

Below are the topics your child’s health care providers did not ask about in the last 12 months.

Be a Partner- Ask Your Child’s Health Care Providers About:

L] If you ever feel depressed, sad or have crying spells



a Family Centered Care

Partnership and communication with your child’s health care providers is essential to your child’s health. They should:

L] Take the time to understand your child’s specific needs
L] Respect you as an expert about your child

L] Help you feel like a partner in your child’s care

L] Explain things in a way that is easy to understand

[] show respect for your family’s values, customs and how you prefer to raise your child
If you feel that one or more of the areas above could be better, talk about it with to your child’s health care providers.

Notes For Your Next Visit
(Use this space to write down any questions you want to ask at your child’s next visit)

Additional Resources For Parents To Help Prepare For Your Child's Visit

http://www.brightfutures.org

http://ibrightfutures.aap.org/web/familiesandCommunities.asp

http://www.kidsgrowth.com

http://lwww.drgreene.com

http:/learlychildhoodmichigan.org/

Development of this online survey
was funded by
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Online Reduced-Item
Promoting Healthy Development Survey
Guide to Topics & Questions Asked

This Online Pro-PHDS is available at www.yourchildhealthcare.org. This online survey is reduced-item version of the
Promoting Healthy Development Survey (PHDS). It takes approximately 10 minutes for the parent to complete. Parents
who complete the survey receive a customized feedback report and suggestions for questions and issues he/she should
bring up with their child’s health care provider. Health systems can customize their online PHDS to meet their
measurement needs. They can also specify the type of reports they receive (e.g. office level vs. provider-level). This
document provides a high-level summary of the questions asked in the survey. Information about the PHDS, online tools
and resources can be found on the CAHMI website at www.cahmi.org.

SECTION 1: ACCESS TO CARE AND CARE COORDINATION

IN THE LAST 12 MONTHS:

1. How many times did your child go to an emergency room?

0 times 2-3 times 6-10 times

1time 4-5 times 10 or more times

2. How many times did your child go to a doctor's office or clinic? Not counting the times your child went to an emergency
room.

0 times 2-3 times 6-10 times

1time 4-5 times 10 or more times
3. How many times was your child a patient in a hospital overnight or longer?

0 times 2-3 times 6-10 times
1time 4-5 times 10 or more times

4. Has your child needed care right away for an illness or injury?
Yes No

4A. When your child needed care right away for an iliness or injury, how often did your child get this care as soon
as you wanted?

Never Sometimes Usually Always

5. Did your child get care from more than one kind of health care provider or use more than one kind of health
service? A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a
physician assistant, a nurse or anyone else your child would see for health care.

Yes No

5A. Did anyone from your child’s doctor’s office or clinic help coordinate your child’s care among these different
providers or services?

Yes No My child did not get care from different
providers or use more than one service
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6. Did you talk with your child's doctor or other health provider about any health problems or concerns about your
child?

Yes No

6A. Did your child's doctor or other health provider give you easy to understand instructions about taking care
of these health problems or concerns?

Yes, definitely Yes, somewhat No

7. Does your child's doctor or other health provider seem to know the important information about your child's
health history?

Yes, definitely Yes, somewhat No

SECTION 2: ANTICIPATORY GUIDANCE AND PARENTAL EDUCATION (Children 3-9 months old)

1. Since your child was born, did your child’s doctors or other health provider talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

Breastfeeding

b. Issues related to food such as the

introduction of solid foods

Your child’s sleep positions and where

your child sleeps

d. Whether and how much television or
videos your child watches

e. Issues related to childcare

f.  Fluoride for your child’s teeth

2. Since your child was born, did your child’s doctors or other health provider talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

a. The kinds of behaviors you can expect
to see in your child as he/she gets
older

b. Night waking and fussing

How your child communicates his/her
needs

d. What your child is able to understand

e. How your child responds to you, other
adults, and caregivers

f.  Importance of showing a picture book
to or reading with your child

3. Since your child was born, did your child’s doctors or other health provider talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wishwe  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more




3. How to make your house safe

b. Using a car seat

c. How to keep your child from getting
burned, such as changing the hot
water temperature in your home

SECTION 2: ANTICIPATORY GUIDANCE AND PARENTAL EDUCATION (Children 10-18 months old)

1. In the last 12 months, did your child’s doctors or other health care providers talk with you about the following:

NO, but I already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

a. Issues related to feeding your child

b. Bed and naptime routines and good
sleep habits

Whether your child uses a bottle

Whether and how much television or
videos your child watches

e. Issues related to childcare

f.  Fluoride for your child’s teeth

2. In the last 12 months, did your child’s doctors or other health care providers talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

a. The kinds of behaviors you can expect
to see in your child as he/she gets
older?

b. Night waking and fussing?

c. How your child may start to explore
away from you?

d. Whether your child points?

e. Words and phrases your child uses and
understands?

f.  Ways to guide and discipline your
child?

g. Importance of reading with your child?

3. In the last 12 months, did your child’s doctors or other health care providers talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

a. How to make your house safe




b. Using a car seat

c. What to do if your child swallows
poison and when to call the poison
control center

SECTION 2: ANTICIPATORY GUIDANCE AND PARENTAL EDUCATION (Children 19-48 months old)

1. IN THE LAST 12 MONTHS, did your child’s doctors or other health providers talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
questions were answered had talked about did not need to talk
answered completely that about it any more

Issues related to feeding your child

b. Bed and naptime routines and good
sleep habits

¢c.  Whether and how much television or
videos your child watches

d. Issues related to preschool

e. Dental care for your child

f.  Ways to guide and discipline your
child?

g. Importance of reading with your child?

2. IN THE LAST 12 MONTHS, did your child’s doctors or other health providers talk with you about the following:

NO, but | already

YES, but my had information
YES, and my questions were not NO, but | wish we  about this topic and
guestions were answered had talked about did not need to talk
answered completely that about it any more

a. The kinds of behaviors you can expect
to see in your child as he/she gets
older

b. Things your child may start to do for
himself/herself such as washing and
dressing

c. Toilet training

d. Words and phrases your child uses and
understands

e.  How your child gets along with others

f.  Ways to guide and discipline your child

g. Importance of reading with your child

3. IN THE LAST 12 MONTHS, did your child’s doctors or other health providers talk with you about the following:
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a.

YES, and my
questions were
answered

How to make your house safe

Using a car-seat

Teaching your child to avoid
dangerous situations, places and
objects such as electrical sockets, the
stove, or running in the street

What to do if your child swallows
poisons and when to call the poison
control center

YES, and my
questions were
answered

Resources for parents and families in
your community

Issues in your community that may
affect your child’s health and
development (such as lead poisoning,
pool safety, community violence and

gun safety)

SECTION 4: FAMILY CENTERED CARE

The following questions as about your overall experiences with the health care your child has received from his or her
doctors or other health providers in the last 12 months.

1. IN THE LAST 12 MONTHS, how often did your child’s doctors or other health providers:

Take time to understand the specific needs of your child

Listen carefully to you

Show respect for what you had to say

Help you feel like a partner in your child’s care

Explain things in a way that was easy to understand

YES, but my
questions were not
answered
completely

SECTION 3: PARENTING INFORMATION, RESOURCES IN COMMUNITY

1. IN THE LAST 12 MONTHS, did your child’s doctors or other health providers talk with you about the following:

YES, but my
questions were not
answered
completely

YES, definitely

NO, but | already
had information
NO, but | wish we about this topic and
had talked about did not need to talk
that about it any more

NO, but I already
had information
NO, but | wish we about this topic and
had talked about did not need to talk
that about it any more

YES, somewhat No




f.  Show respect for your family’s values and customs, and
how you prefer to raise your child

g. Spend enough time with you

SECTION 5: PARENTAL CONCERNS ABOUT CHILD’S LEARNING, DEVELOPMENT AND BEHAVIOR

Follow-Up for Children At Risk (Includes the PEDS)
The next few questions ask about concerns parents or guardians sometimes have about their child.

1. Do you have any concerns about:

YES, a little NO, not at all

a.  Your child’s learning, development or behavior
b.  How your child talks and makes speech sounds
c.  How your child understands what you say

d. How your child uses his or her arms and legs

e. How your child behaves

f. How your child gets along with others

SECTION 6: ASK ABOUT AND ADDRESS PARENTAL CONCERNS

The next few questions ask about concerns parents or guardians may have been asked about their child’s doctors or
other health providers.

1. In the last 12 months, did your child's doctors or other health providers ask if you have concerns about your child's
learning, development or behavior? (A doctor or other health provider could be a general doctor, a specialist, a pediatrician,
a nurse practitioner, a physician assistant, a nurse or anyone else your child would see for health care)

Yes No, | don’t remember

2. At the time of your child's visit(s) with his/her doctors or other health providers, did you have concerns about your
child's learning, development or behavior?

Yes No

2A. In the last 12 months, did your child’s doctors or other health providers give you specific information to
address your concerns? (A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse
practitioner, a physician assistant, a nurse or anyone else your child would see for health care)
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SECTION 7: FOLLOW-UP FOR CHILDREN AT-RISK FOR DEVELOPMENT, BEHAVIORAL AND SOCIAL DELAYS

The next few questions ask about concerns parents or guardians sometimes have about their children.




1. In the last 12 months, did your child’s doctors or other health providers do the following to address your child’s
learning, development or behavior:

YES NO

a. Note a concern about your child that should
be watched carefully

b. Test your child’s learning, development or
behavior

c.  Refer your child for testing of his/her
learning, development or behavior

d. Refer your child for speech-language or
hearing testing

e. Refer your child to another doctor or other
health provider

SECTION 8: STANDARDIZED DEVELOPMENT AND BEHAVIORAL SCREENING (Children 3-9 months old)

Sometimes a child’s doctors or other health providers will ask a parent to fill out a questionnaire at home or during their
child’s visit.

1. In the last 12 months, did your child's doctors or other health providers have you fill out a questionnaire about
specific concerns or observations you may have about your child's development, communication or social
behaviors? (A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a
physician assistant, a nurse or anyone else your child would see for health care)

Yes No

a. Did this questionnaire ask about your concerns or observations about how your child talks or makes speech
sounds?
Yes No
b. Did this questionnaire ask about your concerns or observations about how your child interacts with you and
others?
Yes No

SECTION 8: STANDARDIZED DEVELOPMENT AND BEHAVIORAL SCREENING (Children 19-48 months)

Sometimes a child’s doctors or other health providers will ask a parent to fill out a questionnaire at home or during their

child’s visit.

1. In the last 12 months, did your child's doctors or other health providers have you fill out a questionnaire about
specific concerns or observations you may have about your child's development, communication or social

behaviors? (A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a
physician assistant, a nurse or anyone else your child would see for health care)

Yes No

a. Did this questionnaire ask about your concerns or observations about words and phrases your child uses and
understands?

Yes No




b. Did this questionnaire ask about your concerns or observations about how your child behaves and gets along
with you and others?

Yes No

SECTION 9: ASSESSMENT OF SUBSTANCE ABUSE, SAFETY AND FIREARMS IN THE FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them
provide the best care possible for your child. These questions can be asked in a survey that you fill out before the visit,
in the waiting room or when you talked with your child’s doctor or other health provider during your child’s visit.

1. In the last 12 montbhs, did your child’s doctors or other health providers ask you:

YES NO

a. Ifyou feel safe at home

b.  If anyone in your household drinks alcohol
or uses drugs or other substances

c.  Ifyou have any firearms in your home

SECTION 10: ASSESSMENT OF PSYCHOSOCIAL ISSUES IN THE FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them
provide the best care possible for your child. These questions can be asked in a survey that you fill out before the visit,
in the waiting room or when you talked with your child’s doctor or other health provider during your child’s visit.

1. In the last 12 months, did your child’s doctors or other health providers ask you:

YES NO

a. Ifyou ever feel depressed, sad or have
crying spells

b.  If you have someone to turn to for
emotional support

c.  About any changes or stressors for you and
your family

SECTION 11: WHETHER CHILD HAS A PERSONAL DOCTOR OR NURSE

1. A personal doctor or nurse is a health professional who knows your child well and is familiar with your child’s
health history. This can be a general doctor, a pediatrician, a specialist doctor, a nurse practitioner or a physician's
assistant. Do you have one or more person(s) you think of as your child’s personal doctor or nurse?

Yes No

a. Do you have more than one person you think of as your child’s personal doctor or nurse?

Yes No

b. Please identify your child’s personal doctor(s) or nurse(s).

SECTION 12: CSHCN SCREENER
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The next questions are about your child’s health. They will be used to examine whether children with specific needs get
different types and levels of care than other children.

1. Does your child currently need or use medicine prescribed by a doctor (other than vitamins)?

Yes No

a. Is this because of ANY medical, behavioral or other health condition?

Yes No

b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

2. Does your child need or use more medical care, mental health or educational services than is usual for most
children of the same age?

Yes No

a. Is this because of ANY medical, behavioral or other health condition?

Yes No

b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

3. Is your child limited or prevented in any way in his or her ability to do the things most children of the same age
can do?

Yes No

a. Is this because of ANY medical, behavioral or other health condition?

Yes No

b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

4. Does your child need or get special therapy, such as physical, occupational or speech therapy?

Yes No

a. Is this because of ANY medical, behavioral or other health condition?

Yes No

b. Is this a condition that has lasted or is expected to last for at least 12 months?

Yes No

5. Does your child have any kind of emotional, developmental or behavioral problem for which he or she needs or
gets treatment or counseling?

Yes No

a. Has this problem lasted or is it expected to last for at least 12 months?

Yes No

SECTION 13: PARENT/FAMILY BEHAVIORS AND RESPONDENT HEALTH




These questions are about your child, you, and your family. We are asking these questions to better understand the
children and families who complete the survey. Remember this survey is confidential and results will be kept
completely anonymous.

1. How long did you breastfeed your child?

My child was not breastfed 1-5 months One year or more

Less than month 6-12 months | am still breastfeeding
2. How many days in a typical week do you or other family members read a book with your child?

No days (0 days) 3-4 days
1-2 days 5-6 days All 7 days

3. How many hours in a typical day does your child watch TV or watch videos?

0 hours 1-2 hours

Less than 1 hour More than 2 hours We don’town a TV
4. In general, how would you describe your health?

Excellent Fair

Good Poor Very Good
5. How many days in the last week have you felt depressed?

0 days 2 days 4 days 6 days
1 day 3 days 5 days All 7 days

6. In the last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost
pleasure in things you usually cared about or enjoyed?

Yes No

SECTION 14: DEMOGRAPHICS

These questions are about your child, you, and your family. We are asking these questions to better understand
children and families who complete the survey. Remember this survey is confidential and results will be kept
completely anonymous.

1. Is your child male or female?
Male Female
2. Is the child named in this survey your first child?
Yes No The question does not apply to me
3. Is your child of Hispanic or Latino origin or descent?
Hispanic or Latino NOT Hispanic or Latino
4. What is your child’s race? (Choose all that apply)

White Asian Native Hawaiian or Pacific Islander

Black or African American American Indian or Alaskan Native Other
5. Are you male or female?
Male Female

6. Are you of Hispanic or Latino origin or descent?
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Hispanic or Latino NOT Hispanic or Latino

7. What is your race?

White Asian Native Hawaiian or Pacific Islander
Black or African American American Indian or Alaskan Native Other

8. What is your age right now?

Under 18 25-34 45-54
18 to 24 35-44 55-64 65 or older

9. What is the highest grade or level of school that you have completed?

8th grade or less Some college or 2-year degree
Some high school, but did not graduate 4-year college graduate
High school graduate or GED More than a 4-year college degree

10. How much trouble have you had paying for:

A lot of Some No trouble
trouble trouble
a.  Child’s health and medical expenses
b.  Supplies like formula, food, diapers, clothes
and shoes
c.  Health care for yourself
d. Refer your child for speech-language or
hearing testing
e. Refer your child to another doctor or other
health provider
11. Did someone help you complete this survey?
Yes No
12. Did someone help you by doing any of these things?
YES NO

a. Read the questions to me

b.  Wrote down the answers | gave

c.  Answered the questions for me

d. Helped me remember what happened when
my child went to the doctor or other health
provider

11




e.

Translated the questions into my language
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3. Comparison of the American Academy of Pediatrics Bright Futures
Recommended Preventative Services to Online PHDS Survey Measures



3. Comparison of American Academy of Pediatrics Bright Futures Recommended Preventative
Services to Online PHDS Survey Measures

pPa rental concerns

AAP Bright Futures . Measured by Online PHDS?
Recommended Preventive
Chart Audit Measures
Age-appropriate risk assessment (e.g., | No
anemia, lead poisoning)
Eliciting, addressing, and documenting | (Section 2)

Providers can get feedback on whether patients felt their concerns
were addressed.

Developmental screening and follow-
up

(Section 7)
PEDS screening questions; questions on whether there was follow-
up of developmental screening.

Autism specific screening and follow-
up (only at 24 months)

(Section 8)
Question about whether child has been screened, but not screen
itself:

In the last 12 months, did your child’s doctors or other health
providers have you fill out a questionnaire about specific concerns
or observations you may have about your child’s development,
communication or social behaviors?

If so:

1a. Did this questionnaire ask about your concerns or observations
about how your child talks or makes speech sounds? 1b. Did this
guestionnaire ask about your concerns or observations about how
your child interacts with you and others?

Addressing 3 Bright Futures priorities
when providing anticipatory guidance

(Section 1)
Question to parents on whether their concerns on 15 priorities
were addressed during the visit.

Maternal depression screening

(Section 13)
Edinburgh items:

(Section 13)

In the last 12 months, have you had two weeks or more during
which you felt sad, blue, depressed or lost pleasure in things you
usually cared about

or enjoyed?

(Section 10)
Did provider ask if you feel depressed, sad, or have crying spells?

Evaluation of parental strengths:
resiliency, connection, empowerment,

(Section 10)
Did provider ask if you have someone to turn to for emotional

mos)

engagement, decision-making ...? support?
Oral health risk assessment/ No.
Mother’s oral health

Weight for length (9 mos) and BMI (24 | No




Comparison of American Academy of Pediatrics Bright Futures Recommended Preventive Services to Online PHDS

Survey Measures, continued

Office-Based System Measures

AAP Bright Futures
Preventive Services Measure

Addressed by Online PHDS?

Use of a preventive services
prompting system

No. Survey is post-visit.

Use of a recall and reminder system
(to address immunizations and well
child visits)

Can give providers feedback on their performance.

System to track referrals (paper based
or electronic)

NA

System to identify children with
special health care needs

(Section 12)
CSHCN Screener

Linkage of families to appropriate
community resources

(Section 3)
Question about whether provider talked about community
resources

Use of a strength-based approach and
shared decision-making strategy

(Section 4)
Questions about whether parent received Family-Centered Care
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I. Introduction

A. Nature of the research problem: Despite accumulating evidence regarding the importance
of preventive and developmental services in preparing children for success in school and life™,
substantial gaps exist between recommended provision of care and what is actually provided.‘r"6 Previous
national studies show that while up to two-thirds of young children meet criteria for receiving high quality
care in some content area for well-child care, fewer than 10% meet criteria for receiving quality care
across a minimal subset of services.” This leaves over nine in ten children, regardless of their health or
socioeconomic circumstances, with one or more unmet needs for recommended anticipatory guidance
and parental education, developmental surveillance or family assessment well-child care services. As
such, recent efforts to rethink well-child care, including its content, delivery and infrastructure, have been
especially focused on young children.®™

Leaders in quality improvement consistentl¥ assert that the greatest untapped resource for
sustained, meaningful improvement is the patient.1 This is especially true in well-child care, where
communication with the parent, including parental education and support, are the primary means through
which services are provided. While partnership with parents during well-child visits is essential, few robust
and feasible tools to enable this partnership have been developed. The revised MCHB sponsored
national guidelines for well-child care services, The Bright Futures Guidelines," provide a uniform set of
recommendations for all pediatric clinicians and call for significant improvements in the delivery of well-
child care. These recommendations are extensive and few tools exist that support pediatricians to
implement them in a way that is feasible, thorough, tailored to each patient encounter and engages
parents as partners. Through this study, we sought to develop and test the feasibility, acceptability and
impact of tools to engage parents as partners in implementing Bright Futures guidelines for young
children during well-child care visits.

B. Purpose, scope, and methods of the investigation: The specific goal of this study was to
evaluate the feasibility, acceptability and impact of three different patient-centered strategies for
improving the quality and equity of preventive and developmental services provided to young children in
the context of discussions between pediatric clinicians and parents during well-child visits. The
interventions, which were each implemented in three different practices were: (1) Global Feedback
Report: A tailored report provided to clinicians using aggregate data collected from parents about the
quality of the well-child care services these clinicians provide; (2) Shared Encounter Form (SEF): Use of
an individualized, shared encounter form completed by the parent in the waiting room, and used to
facilitate partnership between the parent and pediatric clinician during the well-child care visit; and (3)
Enhanced Encounter — Plan My Child’s Well-Visit Tool (PCW): Use of an online assessment and
education module completed by the parent, before the visit at home or in the waiting room, that yields a
personalized guide (and education resources) for parents and pediatric clinicians to review before and
during the well-child visit. For young children, the “patient” is the parent of the young child who brings
him/her to the visit. Each study site served as its own control using pre- and post-data collection of
evaluation measures. The evaluation measures use data from (1) clinician/office staff focus groups, (2)
key informant interviews, (3) office site tracking system data, (4) pre and post clinician survey and (52
parent report about interventions using the validated Promoting Healthy Development Survey (PHDS).""

C. Nature of the findings: Each intervention showed a high level of participation during the
study period. The Global Feedback site collected 517 PHDS surveys at baseline and 404 at follow-up, for
54% and 38% response rates respectively; the SEF site collected 2,188 SEF forms (June 2010 through
July 2011) with staff reporting that refusals were “extremely rare;” and 2,075 parents at the PCW site
completed the online tool. Key findings related to feasibility and acceptability to providers, staff and
parents and impact on quality of care measures include:

Feasibility & Acceptability to Providers & Staff. Each intervention was feasible and
acceptable to providers and staff. Implementation barriers for the Global Feedback site involved difficulty
developing an improvement effort. Pediatricians at the SEF site noted that individual provider choices
about implementation created variations that led to challenges in the office-wide workflow. The PCW site
did not report specific barriers once the tool was implemented. They reported the tool helped improve
workflow by allowing pediatricians to preview information before the visit, allowing nursing staff to prepare
materials in advance, and freeing up the nurses’ time with parents for other topics.

Feasibility & Acceptability to Parents. Across all three interventions, parent responses
suggest that the interventions are feasible and acceptable to parents. Highlights include:
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e For the PHDS, Parents reported that the tool helped them to learn about what they can and
should expect at a well child visit (Yes [59.6%], Somewhat [35.4%], No [5%]; Npaseline=1253).

o Forthe SEF, 88.6% of parents reported that they were comfortable with the amount of time it took
to complete the tool (N=210); and 87.6% reported that they would recommend it to other parents
(N=210).

e For the PCW, 92.4% of parents reported that they were comfortable with the amount of time that
it took to complete the tool (N=249); and 92.2% reported that they would recommend the tool to
other parents (N=244).

Impact on Quality of Care Measures. Statistically significant and positive changes were found
for the SEF and PCW interventions, based on the PHDS quality of care measures. Of particular interest
were findings that parents were more likely to report their needs met for anticipatory guidance at the
follow-up assessment than at the baseline assessment; and parents were more likely to be asked about
one or more psychosocial (family assessment) topics at follow-up. Equally as important were provider
focus group and survey reports in improvement in engagement, efficiency and team effectiveness in
delivering well child care.

Il. Review of the Literature

Substantial evidence exists documenting the persistent and alarming gap between what is
recommended and what is actually provided in the context of well-child care for young children®”. In
addition, there are significant variations in the quality of care across individual health care providers and
office-settings and within the population of children an individual health care provider cares for,
demonstrating disparities by child/family characteristics and a lack of standardization in the preventive
services received by young children. Findings from national and regional studies indicate improvements
are specifically needed on the clinical recommendations focused on ant|C|patory guidance and parental
education (7 out of 2 children have parents with unmet informational needs), 1619 surveillance of children’ s
development (2 out 5 children have parents who were not asked about their concerns about their '
child’s learning, development or behawor) ° and assessment of the family for risk factors (1 out 10
children’s families are screened for risk factors).?’** Most pediatric health care providers are aware of
quality gaps, but lack system supports and easy-to- use methods or models for child and family needs
assessment and the provision of personalized care.. % To date, successful improvement efforts have
focused on improving the standardization of office systems, implementation of screening tools focused on
one aspect of the child or family health, development of general parent educational materials, and
enhanced models for referring children/families with identified i issues.

A major gap in the studies to date is a lack of focus on or achievement of meaningful
|mprovements in comprehensive anticipatory guidance and parental education that meets parents’
needs.”® While topic-specific anticipatory guidance may have been a focus, none achieved the broader
goal of ensuring that parents’ informational needs were met across the range of topics recommended
anticipatory guidance and parental education topics. Given that this is a centerpiece of well-child care and
identified by health care providers and parents as a top priority for well-child visits, it is an important area
for model development and evaluation. Secondly, while pre-visit assessment and screening tools have
been successful in improving care and feasible in practice-settings, these tools have focused on only one
aspect of child/family health (e.g. screening for developmental delays, screening for maternal depression)
and have not comprehensively assessed the child/family for the grlorlty topics for the visit (e.g. screening
for developmental delays, screening for maternal depreSSIOn The few studies found that did engage
parents as partners in care directly through, for example, the use of web-based tools, have observed
some improvements and suggest the need for further studies in this area.”> *

Despite the lack of specific and tested strategies for facilitating parent-provider partnerships in
well-child care, there is widespread consensus that ensuring good quality-care in this area is substantially
related to whether parents are able to play a significant role in setting priorities for, actively partnering in
and evaluating the care received. 12.8,10,3

lll. Study Design and Methods

A. Study design. We carried out a quasi-experimental study that engaged three pediatric
offices (study sites) in the implementation and evaluation of three distinct patient-centered interventions
designed to help translate in practice priority, nationally recommended well-child care services set forth in
the recently revised and MCHB sponsored Bright Futures gwdellnes Each study site served as its own
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control using pre- and post-data collection of evaluation measures. Each patient-centered intervention
was evaluated using qualitative as well as quantitative methods. The feasibility and acceptability of the
interventions to pediatric clinicians, office staff and parents was evaluated using data from (1)
clinician/office staff focus groups, (2) key informant interviews, (3) office site tracking system data, (4) pre
and post clinician survey and (5) parent report about interventions on the parent-completed Promoting
Healthy Development Survey (PHDS). Briefly, the interventions are (1) Global Feedback: A tailored
report provided to clinicians using aggregate data collected from parents about the quality of the well-child
care services these clinicians provide; (2) Shared Encounter Form (SEF): Use of an individualized,
shared encounter form completed by the parent in the waiting room, and used to facilitate partnership
between the parent and pediatric clinician during the well-child care visit; and (3) Enhanced Encounter —
Plan My Child’s Well-Visit Tool (PCW): Use of an online assessment and education module completed
by the parent, before the visit at home or in the waiting room, that yields a personalized guide (and
education resources) for parents and pediatric clinicians to review before and during the well-child visit. In
addition to qualitative evaluations of the feasibility and acceptability of interventions to both pediatric
clinicians, office staff and parents, the primary question to be addressed quantitatively was whether the
patient-centered interventions evaluated positively impact the quality of well-child care services, as
measured by pre- and post- intervention changes in the quality of care measures.

B. Population studied. We worked with three pediatric offices in Oregon: 1) a rural site,
Pediatricians of North Bend Medical Center (4 pediatricians), without electronic medical records for
intervention #2 (SEF Site), 2) an urban site, Broadway Medical Clinic (8 pediatricians), located in
Portland, Oregon without electronic medical records for intervention #1 (Global Feedback Site) and 3) an
urban site, The Children’s Clinic (12 pediatricians), located in Tualatin, Oregon with electronic medical
records for intervention #3 (PCW Site).

C. Sample selection. All pediatricians and select clinic and office staff participated in relevant
baseline and follow up data collection. The following inclusion criteria were used to determine which
parents/guardians of children were invited to participate in the interventions and/or evaluation from each
participating study site:

e Parent has a well-child visit scheduled at this intervention site for one or more of their children.

e The child is scheduled for their 4-month to 3-year-old well-child visit and, therefore, is between
the ages of 4 and 40 months (e.g. 40 month old children could be there for their 3 year well-child
visit)

e The parent can read and understand English and is able to complete the intervention and
evaluation tools.

e Forintervention #3, the parent was able to access the online version of the Plan My Child’s Well-
Visit tool and the online evaluation survey.

D. Instruments used. The evaluation and intervention instruments that were developed and
implemented as a part of this study are described below.

Evaluation Instruments:

Clinician and Office Staff Focus Groups. The baseline focus groups utilized CAHMI-developed
standardized protocols to assess health care provider perceptions of their current practice on the aspects
of care measured in the PHDS as well as their perceptions regarding barriers to providing recommended
care and possible quality improvement strategies. Follow up focus groups assessed the same as well as
feasibility and experience of implementing the interventions at each practice.

Clinician Survey. A survey assessing the proportion of study site clinicians who implemented the
intervention in targeted well-child care visits and the proportion of clinicians who reported the intervention
was “valuable” in helping them to improve the well-child care they provide.

Office Site Tracking System Data. Tracking system assessing the proportion of children who
were supposed to receive the PHDS that were given the survey and the proportion of office staff who
reported that the intervention was feasible to implement in their office.

Promoting Healthy Development Survey. The parent-completed PHDS was administered
before and after the intervention to assess changes in the quality of well-child care. Secondary questions
were (1) whether equity of well-child care quality was improved as assessed by site-specific reductions in
race/ethnicity, socioeconomic and other disparities in quality of well-child care services; (2) whether
improvements occurred in the degree to which pediatric clinicians match care provided to children and
parents most at risk or in need of that care (e.g. are mothers who have symptoms of depression more
likely to be assessed for depression, etc.); and (3) whether more parents reported an enhanced

Final Report for MCHB, HRSA R40 MC08959 03-00 | PI: Christina Bethell, PhD, MBA, MPH | Page 4



understanding of the purpose and value of well-child care visits. We compared the magnitude and
significance of change scores and shifts in disparities across two time points (pre- and post- intervention
implementation) for each site. See Appendix A for an example paper survey of the modified PHDS.

Global Feedback Reports. Tailored feedback reports based on the baseline PHDS data
collected in each study site were distributed to the study site clinicians and office staff. The report
displayed findings at an office- and health care provider-level using graphical, tabular and text-based
methods on the four components of care of focus in this study: Anticipatory Guidance and Parental
Education, Developmental Surveillance, Assessment of the Family, and Patient-Centered Care. See
Appendix B for an example Global Feedback Report.

Enhanced Encounter — Plan My Child’s Well Visit (PCW) online tool. The Plan My Child’s
Well (PCW) Visit is an online tool that parents complete prior to each well-child visit at the prompt of their
child’s pediatrician. It takes about 15 to 20 minutes to complete. Parents complete questions and identify
priorities specific to their child’'s age before each well-child visit. Parents are asked screening and
developmental questions about their child and then given a list of health and well-being topics based on
the child’s age at the visit. When they pick their priorities for the visit, parents can click on each topic to
read educational information from trusted pediatric experts to learn more. They are also given an
opportunity to write in any concerns that are not on the list, and they receive a customized feedback
report to print and use during the well-visit. The CAHMI worked with The Children’s Clinic-Tualatin office,
a practice that includes 12 pediatricians, to incorporate parent’s responses into their electronic health
record (EHR). The pediatricians and clinical staff view the parents’ responses and priorities before and
during the visit so that they are prepared to focus on the parents’ needs during the visit. See Appendix C
for an overview of the PCW tool.

Shared Encounter Form (SEF). This is a reduced paper-based analogy to the online Plan My
Child’s Well Visit tool for use by pediatric offices that do not have EHR or as an in-office complement to
the PCW when parents fail to complete this online tool prior to visits. Parents complete a one-page
questionnaire in the waiting room prior to their child’s visit. The form covers the same questions and
parent priorities as the online tool. The pediatrician and the parent then use the questionnaire to guide
their visit and the parent is given a summary page for the visit that includes resources, follow-up
information and details about the visit to take home. See Appendix D for an example of an age-specific
SEF.

E. Statistical techniques employed. As described above, the evaluation of the interventions
included both qualitative and quantitative data sources. Results from qualitative data sources (e.g. key
informant interviews, focus groups and cognitive interviews) were analyzed using standard approaches to
identify major themes across respondents. Qualitative data results for the baseline and follow-up study of
the intervention sites (using the PHDS data) were conducting using basic descriptive statistics to describe
each sample and applying standard independent samples T-tests and X?-tests of statistical significance
as appropriate (depending upon whether the measure was nominal or bivariate in nature) to assess
differences in the PHDS measures for the baseline and follow-up samples. Follow-up analyses are
planned to fit logistic and multi-level (across and within-practice provider groups) regression models for
key evaluation measures, including an effort to control for differences in the baseline and follow-up study
samples with regard to child and family demographics and health characteristics. These analyses will
also assess the contribution of provider characteristics to the child-level variation in the evaluation
measures.
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IV. Detailed Findings
The evaluation of the PCQI interventions was designed to address the three primary research
questions listed in Figure 1. For the results presented in this report, research question 1 was assessed
for all three of the sites, and research questions 2 and 3 were assessed for the SEF and PCW sites. The
findings related to each of these research questions are summarized in the following sections of this
report.
Figure 1. Primary Evaluation Questions for the PCQI Project
1. Is the patient-centered intervention feasible and acceptable to pediatric clinicians and office
staff?
Assesses the degree to which pediatric clinicians and office staff are able to implement the
intervention. A part of this in their perceived impact on the quality of the care they provide and the
value of the intervention.
2. s the patient-centered intervention feasible and acceptable to parents?
Assesses the degree to which the intervention is feasible for parents to complete and whether the
parent feels that the intervention improved their well-child care experiences and expectations.
3. Does the patient-centered intervention positively impact the quality of well-child care as
measured by the pre- and post-intervention changes in the PHDS quality of care measures?
The primary measures of the impact on clinical quality of care are from measures derived from the
Promoting Healthy Development Survey. These measures focus on the impact of the intervention with
regard to 1) Anticipatory Guidance and Parent Education (AGPE) — whether the parents AGPE
information needs are met; 2) Developmental Surveillance — whether the provider asks if the parent
has concerns about the child’s learning, development, or behavior and addresses those concerns; and
3) Family Assessment — whether the provider asks about issues in the family (e.g. parental
depression, emotional support, changes or stressors, substance abuse).

A. Feasibility, Acceptability & Value for Providers and Clinical Staff. Follow-up surveys and
focus groups with clinical staff and providers were used to assess the feasibility, acceptability and value
of the interventions for providers and clinical staff. Providers and clinical staff (nurses and Medical
Assistants [MAs]) at the SEF and PCW intervention sites completed follow-up surveys in January, 2011
(for the SEF site) and in December, 2012 (for the PCW site). Focus groups were conducted on
November 7, 2011 (Shared Encounter Form site — providers only), November 17, 2011 (Global Feedback
Report only site — providers only) and December 5, 2011 (Plan My Child’s Well Visit Tool site — providers
only). The timeframes of the surveys and focus groups were selected to ensure that providers and staff
could recall their implementation experiences but also had adequate time to fully implement the
interventions. Findings for each of the interventions are briefly summarized below.

Global Feedback Reports. Providers at the site that implemented only the Global Feedback
Reports found it feasible to implement the Promoting Healthy Development Survey and valued the
information provided by the Global Feedback Reports. They noted that the clinical office staff (medical
assistants and nurses) play an important role in the implementation of the survey. The response rates for
the survey, varied considerably across providers. For the Global Feedback Report site these ranged from
18% to 60% for providers at follow-up, suggesting the importance of provider engagement in the
administration process.

Providers reported that the Global Figure 2. Barriers to Implementing a Ql Activity

Feedback Reports stimulated discussions and | e« Lack of time to plan the activity (4)
helped them to consider important aspects of | e Perception that the selected activity was of low

their own practice, particularly related to priority relative to other demands (4)
assessment of the family environment, but they | « Lack of resources (staff time, materials, etc.) to
did use the findings to implement a practice- implement the activity (3)

wide quality improvement (QI) activity. | o | ack of support for the activity among nurses (2)
Following the Bright Futures Training and |, | 50k of support for the activity among
debriefing on the baseline Global Feedback pediatricians (2)

Reports, the providers met to develop a QI | = cpajienges identifying an area in need for

activity but did not implement the activity, citing improvement based on the Global Feedback
challenges related to identifying a tool to meet Reports (1)

their .needs and organlz_atlonal capgmty to Note. Number of providers rating as a moderate barrier or quite a
coordinate among the providers (see Figure 2). barrier on a four-point scale from not a barrier to an extreme barrier

These are important findings related to the are shown in parentheses (N=5 providers). No providers rated any
feasibility using the Global Feedback Reports to  itéms as an extreme barrier.
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stimulate provider- and practice-initiated quality improvement activities and suggest that additional
support may be necessary to ensure the success of practice-wide endeavors.
Shared Encounter Form. The Figure 3. Provider Focus Group — Comments on the SEF

fqur providers at the SEF intervention Implementation/Workflow Challenges

site reported challenges related to | “There was a feeling that there was more paperwork —
integrating the SEF into their workflow, | especially with the developmental screening forms.”

but highly valued the core components | “We have 3 forms instead of 1.”

of the SEF intervention. The | “Muitiple forms in the chart are hard to keep track of... it's hard
implementation of the SEF included a | to know where to look for information.”

number of ancillary activities that were | value of the Tool

central to the goals of the project but | «“The developmental surveillance section [gives] the parent the
somewhat separate from the SEF. To | opportunity to think about whether or not the child can do the
some extent, providers perceptions of developmental task indicated.”

the implementation burden of the SEF | «rThe SEF] asks things | may forget or have a hard time
appears to be tied to these activities. | pringing up in the visit.”

For example, as a part of their

participation in the project, the providers decided to implement developmental screening, and therefore
associated this activity (and added “paperwork”) with the SEF intervention. Providers also reported that
the culture of their office, in which providers operate very independently, made it challenging to implement
the SEF and that this probably placed added burden on office staff, as each provider adopted an SEF
process that was unique to address his/her own needs.

Fundamentally, the providers valued the core components of the SEF, items designed to: 1) help
parents identify their children’s strengths; 2) support parents’ selection of priorities for the visit, and 3)
provide developmental surveillance. Providers discussed how the strengths-based SEF question
provided a helpful starting point for discussions with parents, how useful it is to have the parent identify
priorities before the visit (because it is challenging to address all of the Bright Futures recommended
topics), and how the developmental surveillance items helped to prepare parents for the visit and guide
discussions between the provider and parent. All of the providers interviewed would like to continue to
use the core components of the SEF (page 1 of the form) and want to work to further integrate this into
their other physical assessment forms to better address some of their on-going concerns related to
workflow.

Plan My Child’s Well Figure 4. Provider/Staff Focus Group — Comments on the PCW

Visit Tool. Providers and staff
reported that implementation of
the PCW improved their office
workflow and that they valued it
as an important tool to support

Implementation/Workflow

“I liked being able to preview some of [the parent responses] before
[the visit] — even at the beginning of the day.” -- Pediatrician

“I like being able to pull the record open and see if they need the
developmental Handout or ASQ so that | can have that ready before

well-child care in their practice.
Using as 5-point scale from “not
at all difficult” to “extremely
difficult,” across 9 providers, and
4 staff members, no
respondents indicated that it was
“very difficult” or “extremely
difficult” to implement the PCW

the doctor goes in there.” — Nurse

“It helps the nursing staff because we didn't have to ask as many
questions... | only asked what | needed to ask.” -- Nurse

Value of the Tool for Providers

“You found out more about [the child’s] home than you otherwise
would ... Sometimes there would be something to talk about and |
wouldn’t have done that if it wasn’t a CAHMI visit”

“I got more information about how the parent was doing than | did

into their office  workflow.
Although both the providers and
staff acknowledged that they

before — family issues.”
“Most parents were putting down a lot more questions about what to
expect about development and discipline.”

faced some initial hurdles in the
process of implementing the PCW (e.g. use of the reminder system and new EHR forms), they agreed
that once implemented, the tool reflected an improvement in their office process. For example, providers
and staff noted that use of the tool: 1) freed up nurses’ time to address new issues and topics; 2) helped
providers to prepare for the visit before they met with the parent; 3) allowed nursing staff to print materials
targeted to parents needs before the visit; and 4) helped to prevent delays in the appointment time.
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Providers found the tool to be of particular value with regard to supporting assessment of the
family environment and efforts to target anticipatory guidance and parent education to the family’s needs.
They noted that after implementing the tool they felt better informed about their patient's home-lives, and
suggested that the opportunity for parents to provide this information via the online tool may help to
facilitate provider-parent conversations that are sometimes awkward or uncomfortable. Some providers
also reported that parents had begun asking more questions about behavior and development since they
implemented the tool and others indicated an increased focus on dental care. The providers have
continued to use the tool beyond the project-period and hope to sustain it as a valuable part of their
practice.

B. Feasibility, Acceptability & Value of the SEF & PCW for Parents. Feasibility, acceptability
and value of the tools were assessed by the office site tracking system data, response rates to the PHDS,
and by items that were added to the follow-up PHDS. The additional PHDS items were designed to
assess whether the SEF and PCW tools helped parents to identify topics for discussion and how the
information was used at the visit; the usefulness of specific sections of the tool (e.g. the take-home
carbon-copy page of the SEF), acceptability of the time required to complete the tool, and the overall
value of the tool. In addition, both the survey for the PCW site and the survey for the SEF site included
items designed to assess the educational materials that were included as a part of the interventions. A
brief summary of the findings related to feasibility, acceptability and value of the Global Feedback
Reports, SEF, PCW and educational materials for parents is provided below.

Global Feedback Reports. Parent willingness to complete the PHDS is a key factor in
assessing the feasibility of the Global Feedback Report intervention. Although the Global Feedback
Report was the focus of the intervention at one site, all three sites conducted the PHDS at both baseline
and follow-up. As shown in Table 1, across both administration time-points and the three sites, the
response rate ranged from 38% to 54%. Given that the administration methodology did not involve
extensive follow-up or telephone reminders with parents, this range of response rates suggests that
completion of the survey is an acceptable activity for parents. In addition, the completion rate for the site
that conducted the Online PHDS (the PCW site) was 92%.

Table 1: Response Rates for the Promoting Healthy Development Survey (PHDS)

Global Feedback . .
Report ONLY Site SEF Site PCW Site
Baseline | Follow-up | Baseline | Follow-up | Baseline | Follow-up
g”"‘ber of 517 404 231 210 551 275
esponses
E:tse”"se 54% 38% 40% 30% 44% 53%

The baseline version of the PHDS also included an item to assess the value of completing the
tool for parents. Nearly six in ten parents (59.6%) reported that the PHDS helped them “learn about what
[they] should expect at a well-child visit” (N=1253), with remaining reporting that it “somewhat” helped
them (35.4%) or that it didn’t help them (5%). In addition, 71.2% of parents who completed the Online
PHDS planned to use the customized feedback report before or during their next well-child visit (N=514).

Shared Encounter Form. From June 7, 2010 through July 22, 2012, the SEF Intervention site
collected 2,188 SEFs, and reported no parent refusals to complete the form, suggesting a high level of
feasibility and acceptability to parents. Responses to the follow-up PHDS for the SEF site also suggest
that the intervention is feasible and acceptable to parents and that it is a valuable part of their well-child
visit experiences. Over eighty-eight percent (88.6%) of respondents reported that they were comfortable
with the amount of time it took to complete the SEF. The remaining reported that they were somewhat
comfortable (8.1%) or not really comfortable (3.3%) (N=211). Eighty-eight point two percent (88.2%)
reported that they would recommend the SEF to other parents. The remaining reported that they were
not sure (8.1%) or no, they would not (3.8%) (N=211).

With regard to the overall value of the tool, 56.2% of respondents reported that the SEF
increased the value of their child’s well visit; the remaining reported that it somewhat increased the value
(29.5%) or that it did not really increase the value (14.3%) (N=211). Table 2 below summarizes the
percentage of parents who indicated that the SEF was helpful with regard to a series of topics related to
the provision of patient-centered care: prioritization of topics for discussion, discussing concerns,
understanding what parents can talk about with their doctor, identifying health issues, asking questions,
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and recognizing the family’s strengths. As shown in the table, most parents found the SEF helpful with
regard to supporting these aspects of patient-centered care.

Table 2: Parent Report of Helpfulness of the SEF for Supporting Patient-Centered Care

Percentage of Parents Reporting the that the
SEF was helpful with regard to the topic:

Yes Somewhat Not Really
Understanding what is recommended and what they can
talk with their child’s doctor or health care provider about 85.7% 71% 71%
(N=210)
Discussing their child’s learning, development, or 9 9 q
behavior and any concerns they may have (N=210) S8 Tl w5
Prioritizing topics to discuss with the child’s doctor or o o o
health care provider (N=210) 81.9% 11.4% ks
Identifying issues about their child’s health that need to be S 5 a
addressed (N=210) 79.5% 13.3% 7.1%
Asking ques_tlons about how to keep their child healthy 74.29 15.8% 10.0%
and safe (N=209)
Learning more about the kinds of topics they can discuss 9 9 a
with child’s doctor or health care provider (N=210) g A0 .
Recognizing their family’s strengths and how they can o o o
build off of them (N=209) 58.9% 22.5% 18.7%

Plan My Child’s Well Visit Tool.

From July 2010 through October 2011, 2,075 parents

completed the PCW prior to their visit, for a 40.0% response rate for parents who kept their scheduled
appointment. The response rate varied across providers, from 21.5% to 44.6%. Parents were asked to
select up to five priorities for the visit and had the option of identifying an “other” priority for the visit. The
average number of priorities selected was 2.96 (N=2,184), with 10.7% of parents who selected a priority
identifying an “other” priority. Tables 3 and 4 below, displays the top 5 priorities that parents selected for

each age group.

Table 3: Five Most Frequently Parent-Selected Priorities by Well-Visit Age Type
4-Month to 12-Month Well-Visits

4-Month (n = 271)

6-Month (n = 313)

9-Month (n = 309)

12-Month (n = 322)

¢ Introduction of solid
foods (62.7%)

e Behaviors to expect
in the next few
months (53.6%)

e Teething and
Drooling (42.2%)

e Child’s growth and
weight gain (38.8%)

o Establishing
consistent daily
routines /impact on
behavior and sleep
(32.7%)

e How much food your
child needs, weight
(57.6%)

e What to feed your
child, what to avoid
(46.9%)

e Behaviors to expect in
the next few months
(46.2%)

e Sleep patterns and
sleep routines (36.2%)

¢ Fluoride for your
child’s teeth (21.7%)

How much and what
kinds of food your
child eats (66.1%)
Behaviors to expect
in the next few
months (43.4%)
Feeding time
strategies and self-
feeding (31.9%)
Changes to your
child’s bed and
naptime habits
(30.2%)

Using a cup (19.7%)

o Nutritious foods and
how much/what kinds
of food your child eats
(46.5%)

¢ Behaviors to expect in
the next few months
(38.5%)

¢ Ways to guide and
discipline your child
(30.6%)

¢ Feeding time
strategies, (25.5%)

e Sleep routines and
sleep habits (24.5%)
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Table 4: Five Most Frequently Parent-Selected Priorities by Well-Visit Age Type

15-Month to 36-Month Well-Visits

15-Month (n = 201)

18-Month (n = 256)

24-Month (n = 283)

36-Month (n = 229)

Behaviors to expect in
the next few months
(40.6%)

Temper tantrums
(37.1%)

Your child’s first check
up with a dentist (27.9%)
Ways to read to your
child that promote
language development
(23.9%)

Ways to guide and
discipline your child
(21.8%)

o Toilet training
(41.6%)

¢ Ways to guide and
discipline your child
(38.2%)

¢ Your child’s moods
and emotion (24.0%)

e How your child talks
(22.3%)

o Issues related to
feeding your child
(21.0%)

¢ Helping your child
potty train (41.4%)

e Ways to guide and
discipline your child
(39.1%)

e Behaviors to expect
in the next few
months (33.1%)

¢ Your child’s moods
and emotions
(24.1%)

¢ Signs your child is
ready to potty train
(24.1%)

¢ Ways to guide and
discipline your child
(41.9%)

¢ Behaviors to expect
in the next few
months (39.2%)

¢ Your child’s moods
and emotions
(34.1%)

¢ Sibling rivalry
(31.8%)

e Issues related to
preschool (14.7%)

Responses to the Follow-up PHDS survey also suggest that parents found the intervention to be
feasible and acceptable and that they valued using the tool as a part of their visit. Over 90% (92.4%)
reported that they were comfortable with the amount of time it took to complete the PCW tool. The
remaining reported that they were somewhat comfortable (6.4%) or not really comfortable (1.2%)
(N=249). Ninety-two point two percent (92.2%) reported that they would recommend the PCW tool to
other parents. The remaining reported that they were not sure (6.6%) or no, they would not (1.2%).
(N=244).

When asked about the usefulness of the PCW features, the majority of parents reported each of
the following features as “extremely useful” or “useful” (using a 5-point scale from “extremely useful” to
“not at all useful”: 1) ability to complete the questions at home (97.2%); 2) ability to complete the tool
before every visit, with age-specific questions (95.6%); 3) delivery of a report to the provider before the
visit (88.5%); 4) access to online educational materials (84.3%); 5) availability of customized Visit Guide
to take to the visit (64.7%); and 6) availably of a report to keep as a record for the family (57.8%).

With regard to the overall value of the tool, 64.3% of respondents reported that the PCW
increased the value of their child’s well visit, with the remaining reporting that it somewhat increased the
value (27.4%) or that it did not really increase the value (8.3%) (N=252). Table 5 below summarizes the
percentage of parents who indicated that the PCW was helpful with regard to a series of topics related to
the provision of patient-centered care: prioritization of topics for discussion, discussing concerns,
understanding what parents can talk about with their doctor, identifying health issues, asking questions,
and recognizing the family’s strengths. As shown in the table, most parents found the PCW helpful with
regard to supporting these aspects of patient-centered care.

Table 5: Parent Report of Helpfulness of PCW for Supporting Patient-Centered Care

Percentage of Parents Reporting the that the
PCW was helpful with regard to the topic:
Yes Somewhat Not Really

E;|:|rt||:|zc|2?etgfcl’(\:/?d§céﬁzgzsz)thh the child’s doctor or 85.7% 12.3% 2 0%
pehavier and any concems thoy may have (Ne250) | °55% 10.8% 3.6%
doctar or heath care provider about (N-250) 81.6% 12.0% 6.4%
![gebnetn;ycljr;ggggggs(st:g;zt)helr child’s health that need 79 3% 14.7% B0%
:\sgiggfgﬁlsztizogg)about how to keep their child healthy 71.2% 20.4% 8.4%
Eueifgg?f)??héhrslzlfjigg)s strengths and how they can 46.2% 27 5% 26.3%
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Educational Materials and Activities. In addition to the pre-visit tools, the SEF and PCW sites
implemented educational materials and activities through 4 different mechanisms 1) educational materials
imbedded into the PCW; 2) educational materials emailed to the parent after he/she completed the PCW;
3) site-specific educational websites (independent of the SEF and PCW tools); 4) after-visit educational
handouts; and 5) after visit Ages and Stages (ASQ) developmental activities.

Usage data for the online educational websites and the PCW provide one measure of the
acceptability and feasibility of these educational sources for parents. Over the course of the project, the
stand-alone educational website for the PCW site received visits from 233 unique users who viewed at
least one educational topic, with an average of 3.16 topics viewed per user. The stand-alone educational
website for the SEF site received visits from 835 unique users who viewed at least one educational topic,
with an average of 3.48 topics viewed per user. For the educational content that in the PCW, 302 parents
(13.8% of PCW users) viewed at least one educational topic, with an average number of 3.37 topics
viewed per user.

The Follow-up PHDS provided parent feedback on both the stand-alone and PCW-imbedded
educational materials. Fifty-eight point one percent (58.1%) of parents who completed the PCW reported
that they read at least one of the PCW-imbedded educational topics. Of these, the majority reported that
they found these topics “extremely” or “very useful” for identifying new questions to ask their provider,
giving them information so they didn't need to ask the provider some questions, and giving them
information that is helpful in taking care of their family (see Table 6 below).

Table 6: Parent Report of Usefulness of the PCW-Imbedded Educational Material

Percentage of Parents Reporting the that the
PCW was useful with regard to the topic:
Extremely Moderatel A Little Useful
Useful or Very Useful y or Not at All
Useful Useful
I(?\lir;tgl)ng new questions to ask their provider 69.7% 22 5% 77%
Giving the parent information so they don’t need to O 9 9
ask the provider about some topics (N=146) i % ST
Giving the parent information that is helpful in taking o o o
care of their family (N=145) 78.6% 15.2% 6.2%

The PCW is designed to email educational materials to parents immediately after they submit
their responses to the PCW site based on the topics that they picked as priorities, but only 40.1% of
parents reported that they remembered having received the materials (N=252). Ninety-three point one
percent (93.1%) of these parents reported that the materials were at least somewhat helpful using a 3-
point scale (N=101).

Of the parents who completed the follow-up PHDS for the SEF site, 7.7% reported that they
visited the NBMCwellvisit.org website (N=208), and of the parents who complete the follow-up PHDS for
the PCW site, 6.7% reported that they visited the TCCwellvisit.org website (N=253). The majority of
parents who visited the educational websites for the SEF and PCW intervention sites reported that the
information provided was “helpful” or “very helpful” (9 of 12 parents for the SEF site; and 15 of 16 parents
for the PCW site), based on a 5-point scale from “very helpful” to “not at all helpful.”

C. Impact of the SEF & PCW on Quality of Care Measures. Eight age-specific versions of the
PHDS Survey were developed and administered at baseline and follow-up to capture quality of care data
related the primary research questions for the study, specifically quality of care related to 1) anticipatory
guidance and parent education (separate measures for physical care, development and behavior and
injury prevention), 2) developmental surveillance; 3) assessment of the family; and 4) patient-centered
care.' In addition, a comprehensive quality of care measure was computed as a composite of these four
measures. Although this study was primarily designed to assess the feasibility and acceptability of the
interventions, these early quality of care findings provide insight into the potential impacts of the SEF and
PCW interventions.

" Additional measures, including those related to standardized developmental and behavioral screening, follow-up for children at
risk, patient engagement and activation, and care coordination were also collected using the PHDS.
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Shared Encounter Form. Across the six quality of care measures considered for this evaluation,
there was a statistically significant change in the desirable direction from baseline to follow-up for four of
the measures at the SEF site: Anticipatory Guidance — Physical Care, Anticipatory Guidance — Injury
Prevention, Developmental Surveillance, and Family Assessment. The results for these measures are
shown in Figure 5. There were not statistically significant differences (in either the desirable or
undesirable directions) for the Anticipatory Guidance — Development and Behavior or the Patient-
Centered Care measures. However, for the Patient-Centered Care measures, over 90% of parents
reported that their needs were met with regard to the provider starting the visit by asking about their
questions or concerns at both baseline and follow-up; and over 90% of parents reported that the provider
exhibited each of three characteristics of patient-centered care (usually or always) at both baseline and
follow-up. Overall the mean number of aspects of care received (the Comprehensive Care measure)
showed a statistically significant increase from baseline to follow-up."

Figure 5: Key Quality of Care Outcomes for the SEF Site

100%
9 86.6%
90% 84.2%
80% —753% 74.7% —75.2%

70% —63.0%
° 60.6% U7
60% - ——— —
50% - —
40% - -~ 357%
30% - —
20% - —
10% - —

0% 5
Anticipatory Anticipatory Developmental ~ Family Assessment
Guidance - Physical Guidance-- Injury Surveillance >
Care’ Prevention?
Proportion of parents with  Proportion of parents with  Proportion of parents Proportion of parents
their anticipatory their anticipatory who were asked ifthey ~ who were asked
guidance needs met for guidance needs met for had any concerns about  about 1 or more
physical care. injury prevention. their child’s assessment of the
development/behavior family topics
M Baseline (N=230) Follow-up (N=146)

1. p=.003.based on Pearson’s 2 test for a statistical difference between groups at baseline and follow-

2. ;E.g)%_g_ldbe;s)éd on Pearson’s 2 test for a statistical difference between groups at baseline and follow-

3. :g.gzo-gfdt?:s)éd on Pearson’s x2 test for a statistical difference between groups at baseline and follow-

4. llzj’zz(i(ﬁ:t?a:%ed on Pearson’s 2 test for a statistical difference between groups at baseline and follow-
up (2-sided).

" Results are statistically significant at the alpha=.05 level, based on results of t-test for difference between means for independent
samples.
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The Plan My Child’s Well Visit Tool. Across the six quality of care measures considered for this
evaluation, there was a statistically significant change in the desirable direction from baseline to follow-up
for the Anticipatory Guidance — Physical Care and Family Assessment measures for the PCW site. The
results for these measures are shown in Figure 6.

Figure 6: Key Quality of Care Outcomes for the PCW Site

100%

90% N
30% o3 11-60%
70% -
60% -
50% - —43.70%
40% - ——
30% - —215% —
20% - —
10% 4 :- -

O% I T

Anticipatory Guidance - Physical Family Assessment’
Care'
Proportion of parents with their anticipatory Proportion of parents who were
guidance needs met for physical care. asked about 1 or more assessment
of the family topics.
M Baseline (N=534) Follow-up (N=254)
1. p=._033 based on Pearson’s x2 test for a statistical difference between groups at baseline and follow-up
2. %gzéﬁ}:;t;ased on Pearson’s x2 test for a statistical difference between groups at baseline and follow-up
-sided).

There were no statistically significant differences (in either the desirable or undesirable directions)
between the baseline and follow-up results for the Anticipatory Guidance measures related to
development and behavior, and injury prevention; the Developmental Surveillance measure; or the
Patient Centered Care measure. However, similar to the findings for the SEF site, at both baseline and
follow-up for the Patient Centered Measures, over 90% of parents had their needs met with regard to the
provider starting the visit by asking about their questions or concerns and over 90% of parents reported
that the provider usually or always exhibits each of three characteristics of patient centered care. The
mean number of aspects of care received (the Comprehensive Care measure based on measures of
anticipatory guidance/parent education, developmental surveillance, family assessment, and patient
centered care) showed a statistically significant increase from baseline to follow-up.

V. Discussion and Interpretation of Findings

The following sections summarize key conclusions related to the detailed findings presented above,
discuss limitations of the evaluation of the PCQI project, propose future applications and areas for
research and development of the PCQI interventions, and discuss policy implications of this project.

A. Key Conclusions. The findings from the evaluation of the PCQI interventions suggest that
both the SEF and the PCW are feasible and acceptable to providers, office staff and parents and that
they may result in improved quality of care for children and parents. In addition, the qualitative and
quantitative findings from the evaluation provide a number of important lessons to inform future efforts to
implement practice-level quality improvement initiatives for well-child care. The implications of four key
findings related to PCW and PHDS are discussed in further detail below.
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1) Online Pre-Visit Tools May Improve Office Flow. While the pediatricians at the site that
implemented the paper-version of the pre-visit tool felt that the tool (and associated activities) increased
the paperwork in the office and required additional coordination that was sometimes challenging, the
pediatricians and staff at the site that implemented the online version of the tool believed that it ultimately
improved their workflow. Of particular interest for future work is the finding that nursing staff at the PCW
site found themselves unsure of how to use their time with patients when the patient had already outlined
their priorities for the visit and submitted health screening (e.g. developmental surveillance) information
using the online tool. At a time when most pediatric providers and staff report that they have too little time
for well-child visits, this findings is particularly salient. Having parents complete information in advance of
the visit reduces the requirements for what must be accomplished in the limited window of time for the
appointment and potentially frees up nursing staff to provide additional services (e.g. topic-specific
anticipatory guidance).

2) The PCW Provides a Unique Opportunity for Parent Education. Based on the results of
the follow-up PHDS at the PCW and SEF sites, only 7% to 9% of parents accessed the websites that
were dedicated to educational materials. However, 58.1% of the parents who completed the PCW
reported that they read at least one of the educational topics on the PCW." Applying this rate to an
estimated 40% of parents who complete the PCW, a conservative estimate of the percentage of parents
who would view the embedded educational materials in advance of the well-child visit is approximately
23%. This suggests that embedding educational materials in an online pre-visit tool is a promising
method for providing educational content to parents.

In addition, by reaching parents in advance of the visit, this method helps to “prime” the parent for
the visit, making him or her a more active and engaged partner in the child’s care. The evaluation results
also suggest that the experience of completing the tool is itself an educational experience — for example,
82% of respondents to the follow-up survey reported that the PCW was helpful for understanding what
they can talk about with their child’s health care provider (N=250). With this model, the pre-visit tool
becomes an extension of the office visit to enhance the parent experience with education and anticipatory
guidance that extends beyond the walls of the office.

3) Pre-Visit Tools (such as the SEF & PCW) May be Particularly Useful for Supporting
Efforts to Assess the Family Environment. Across all three focus groups, providers reported that
family assessment is a particularly challenging area for pediatricians to address. They noted that they
have trouble finding ways to ask about potential stressors in the family environment and that parents are
often unaware that these are topics that can be discussed in the context of the well-child visit. However,
findings from the follow-up PHDS surveys indicate that most parents think that family assessment should
be addressed by pediatric providers: 81.3% of parents who completed follow-up PHDS for the SEF-
intervention site (N=209) and 86.6% of parents who completed the PHDS for the PCW-intervention site
(N=253) reported that their child’s doctor or health care provider should ask family assessment questions.

Findings from the provider and staff focus groups, parent-reported feedback on the tools, and
parent-reported quality of care measures suggest that using a pre-visit tool is helpful for sharing
information about the child’s home life with the provider and for supporting the provider’s efforts to provide
family assessment. For example, providers at the PCW intervention site who participated in the focus
groups reported that they felt better informed about the child’s home life after implementing the tool, and
providers at the SEF intervention site discussed how the SEF helped to initiate important discussions with
the family about the child’s home environment. In addition, the Family Assessment quality of care
measures showed statistically significant change from baseline to follow-up in the desirable direction for
both sites. Clearly, family assessment is an essential area of practice for which pediatric providers need
support, and pre-visit tools appear to provide an important avenue for providing this support. As efforts
are undertaken to improve family assessment in pediatric practices, it is important to be aware that
providing providers with resources for referrals to follow-up on assessment findings is an essential
component of the process (the PCQI sites received this support). Providers need comprehensive support
to improve family assessment, including tools that help facilitate important dialogues with families, such
as the PCW, and resources that they can use to provide information and make referrals when they
identify issues within the family environment.

i Based on the Follow-up PHDS results for the PCW intervention site (N=218).
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4) Practices Need Support to Use Data (e.g. from the Promoting Healthy Development
Survey) to Inform Quality Improvement Activities. Across the sites, the providers valued the
information provided by the PHDS, but only the two sites that received extensive support from the CAHMI
successfully implemented quality improvement initiatives that were tailored to the survey findings. The
site that did not receive this support reported that despite initial efforts to design an intervention, their
efforts lost momentum and were ultimately abandoned. Given the time-demands that pediatricians face
in their day-to-day operations and the level of coordination required to implement change across a
practice, this finding is likely to be reflective of experiences in other pediatric settings as well.

The experience of the PCQI project suggests that practices need external support to carry out Ql
activities, but that this support needs to be provided in the context of the unique culture of the practice.
Each of the PCAQI intervention sites had very distinct practice cultures that affected the approach to
developing and implementing the QI activity. For example, even after participating in a series of
development meetings for the SEF, providers at the SEF-site each required a high level of customization
of processes related to implementing the SEF (e.g. workflow processes, educational materials provided,
and development screening strategies). In contrast, the providers at the PCW site, met as a team to
agree to provide educational materials, ASQ learning activities, or developmental screening based on the
results of the PCW; and reported a lower level of individual deviation from these approaches. These
different approaches are reflective of the cultures of the offices, one in which the providers act as
independent physicians and another in which the providers had an existing infrastructure for meetings
and collaboration. These findings suggest that assessing the office culture is an important first step to
using the PHDS results to guide practice-level quality improvement and point to the need for a readiness
tool — for example an Engagement Readiness Assessment — to support providers and practices in
preparing for the implementation of a tool such as the SEF or PCW.

Pediatricians in all three groups expressed support for the concept of the online version of the
PHDS, and were excited by a PHDS model that could be used for Maintenance of Certification (MOC)
credit. The existing CAHMI-developed Online PHDS Toolkit provides a platform on which to build this
model, by allowing sites to register and customize the Online PHDS survey administration to their needs.
Recognizing that practices need support to use the PHDS survey to inform quality improvement, the
target audience for the Online PHDS Toolkit may not be individual practices, but rather organized groups
of practices such as Improvement Partnerships or Learning Collaboratives.

B. Study Limitations. This study employed quantitative and qualitative methodologies to
evaluate three separate interventions in three different pediatric offices. The qualitative data are
informative for better understanding the quantitative results and for informing future directions for the
interventions. They were not intended to be summative in nature or generalizable beyond the
participating practices.

The quantitative data were primarily collected by means of baseline and follow-up administrations
of the PHDS. Due to the differences in practice sites (e.g. rural versus urban), the study was not
designed to make formal comparisons among the practices. Instead, the baseline data for each site
served as the comparison group for the follow-up data (collected after the implementation of the
intervention). The samples at each site were independent. As a result, differences observed in quality of
care findings between baseline and follow-up may have been attributable to differences in the population
that was included in each of these samples. At the PCW-site this issue may have been more pronounced
because only those parents who completed the PCW were invited to complete the follow-up survey
(therefore a subset of the parents who had a well-child visit during the follow-up survey period).

Descriptive statistics were used to compare the baseline and follow-up samples on demographic
and family characteristic variables at each intervention sites. For the PCW intervention site, statistically
significant differences between the baseline and follow-up samples were found for several key
characteristics: child’s birth order, number of children in the household, child’s TV-viewing, and parental
depression. For the SEF intervention site the baseline and follow-up samples differed with regard to the
child’s age, birth order and frequency of reading. For the Global Feedback Report site, the baseline and
follow-up samples differed with regard to the child’'s age, frequency of reading, and amount of TV-
watching. The CAHMI is currently undertaking a multi-level modeling analysis to assess the contribution
of provider and child-level factors to the quality of care measure findings.
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C. Future Applications and Areas for Research & Development. As the CAHMI has begun

releasing these early evaluation findings, the prototype PCW tool has received national recognition and
interest from health policy leaders, providers, and EHR leaders nationwide who are eager to see it
implemented more widely and in other settings. There is also interest in adapting the tool for other
populations such as adolescents, children with special health care needs, and adult populations. Based
on this interest, the CAHMI team identified five primary areas for research and development for future
applications tools developed through the PCQI project.

1.

Development of a PCW Tool for Broad Public Use. The current PCW tool is customized to meet
the needs of PCQI PCW-intervention site. In response to the excitement generated in the field for the
PCW, the CAHMI is maintaining its use at the intervention site and is investing in the development of
a public-use tool for use across diverse practice types (including those with and without electronic
health records or EHRs). Although this model is grounded in learnings from the PCQI project, there
remain important questions to be addressed about alternative implementation strategies for a public
use version of the PCW. For example, what are the most effective methods for engaging parents and
providers in use of the tool when the practice lacks an EHR?

Providers have expressed an interest in other versions of the PCW, designed specifically for groups
such as adolescents or children and youth with special health care needs. Having successfully
implemented the tool for one population, subsequent implementation might apply the same model to
meet the unique needs of these populations. In designing the public use version of the tool the
CAHMI is considering the need to develop a platform that is adaptable and scalable to meet these
different needs.

A Mobile Well Visit Planner App. The CAHMI team was recently recognized as one of three
applications awarded in the national Relevant Evidence to Advance Care and Health (REACH)
Challenge, sponsored by Academy Health and Health 2.0. for a concept proposal for a Mobile Well
Visit Planner App. This is a concept that has received a great deal of traction from our advisors and
partnering practices because it would allow parents to complete the PCW tool wherever and
whenever they have time available. Evaluation findings suggest that one barrier to use of the PCW
tool, is the limited amount of time that new parents have to complete the tool. A mobile application
would create new possibilities for when and where parents complete the tool, including the option of
using it as a waiting room tool. The CAHMI has begun developing design specifications for a Well
Visit Planner mobile app.

Beta Testing for EHR Integration. Providers are excited about the integration of the PCW results
into the EHR, and the PCQI project evaluation suggests that this is an effective tool for helping
providers to integrate the parent-reported information into their practice. The CAHMI worked
extensively with the partnering practice to support integration into the EHR during the PCQI project.
Although this integration was ultimately successful, the next phase of work in this regard is to identify
and define a model for integration that takes into consideration the multitude of EHR systems
currently serving pediatric practices and that provides specifications that can be replicated across
systems.

Development of Provider & Organizational Engagement Readiness and Parent Engagement
Assessment Tools. The PCQI project has highlighted the differences that exist between providers
and practices with regard to both practice culture and readiness to engage parents as partners in
care. Yet the research undertaken to identify measures of patient engagement to support this
evaluation revealed a gap in available measures in this area and the measures of patient-centered
care (a related concept) that were selected were found to lack sufficient sensitivity to be of value at
the practice-level. The development of an Engagement Readiness Toolset is an important area of
work so that these tools can be used not only to support research related to patient engagement (and
the corresponding connection to patient outcomes) but also to support organizational transformation
and clinical quality improvement.

Development of a Quality Improvement Package that includes the SEF/PCW and PHDS as
tools to enhance Patient Engagement. Figure 7 provides a model for empowering a cycle of
patient and provider engagement using the PHDS and PCW/SEF as a suite of quality improvement
(QlI) activities. The PCQI evaluation suggested that parents recognize the educational benefits of the
PHDS for informing them what to expect at their visit and that providers value the information
provided in the Global Feedback reports for informing their clinical practice; and both parents and
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providers reported that the PCW and SEF tools helped parents to understand topics they could
discuss with their provider and helped providers to better understand the home environment. Taken
together, these tools provide a QI package that can be used to enhance parent and provider
engagement and ultimately parent and child activation and clinical outcomes. Next steps should
include further exploration of these tools as an integrated package for supporting practice-level Ql
(including models that use the SEF and PCW to ensure that all parents complete a pre-visit tool,
regardless of online access), and research to assess the links between the components of this
conceptual model and parent/child engagement, activation and clinical outcomes.

Figure 7: Model for Empowering a Cycle of Patient-Provider Engagement
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D. Policy Implications. Both the SEF and PCW provide important tools for engaging families in
pediatric well-child care, at a time when youth and family engagement are a greater focus of the national
agenda for improving health care quality for children. Youth and family engagement are prominent
components of discussions related to improving care through patient-centered medical homes (PCMH)
and enhancing care coordination for children and youth with special health care needs. Currently PCMHs
are viewed as mechanisms for enhancing the quality of primary care by achieving a more patient-
centered model that uses a systems-based approach to care to enhance access, care coordination, and
efficiency in primary care settings. Nonetheless, a 2010 review of the models and practices for engaging
patients and families in the Medical Home found that current approaches do not fully leverage
opportunities for engaging patients and families in care at the individual, practice, and policy levels. The
findings from this project suggest that pre-visit tools for well-child care, and especially the PCW, have an
essential role to play in supporting meaningful parent engagement in their child’s health and as such, can
be used to support policy efforts designed to enhance care coordination and the development of PCMHs.
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VI. List of Products
A. Presentations

Bethell, C. The Well-Visit Planner Mobil App. AcademyHealth Annual Research Meeting (ARM), June,
2012.

Bethell, C., Kilty, E., Reuland, C., McCracken, K., and Wilhelm, Getting the Patient Voice into the EMR:
Using Parent-Completed Pre-Visit Tools To Customize Care and Improve Well Child Care. Pediatric
Academic Societies, April, 2012.

Bethell, C., Reuland, C., and Kilty, J. Getting the Patient Voice into the EMR: Using Patient-Completed
Pre-Visit Tools to Customize Care. American Academy of Pediatrics National Conference and
Exhibition, October, 2011.

Bethell, C., Reuland, C., and McCracken, K. Putting Bright Futures into Practice. Presentation to AAP
Prevention Services Improvement Project (PreSIP) Practices, October, 2011.

B. Products Developed With Support from this Grant

1. Input Process Protocols for Engaging Providers, Staff, Parents and Advisors. As a
part of the PCQI project, the CAHMI team developed a process and accompanying materials to support
extensive provider, staff, parent and expert advisor engagement in the development of the PCQI
interventions. The engagement process supported the iterative development of each of the PCQI
interventions and included: 1) facilitation of routine Expert Advisory Committee meetings using supporting
materials; 2) moderation of focus groups with providers and staff; 3) key informant interviews with
providers and staff; and 4) cognitive interviews with parents. This approach serves as an important
model for future projects both for work directly related to the PCQI project and for other projects that
involve multi-stakeholder engagement.

2. Promoting Healthy Development Survey (PHDS) & Global Feedback Report —
Updated/Modified. (See Appendices A & B for examples of the survey and report). A modified version of
the PHDS was developed to serve as the parent-completed evaluation tool in this study. The PHDS,
which was developed by the CAHMI, is a parent-completed survey tool that has been validated to assess
the quality and equity of nationally recommended well-child care services provided in the context of
communication between parents and pediatric clinicians. It has been widely used at the system, plan and
provider level and is endorsed by the National Quality Forum. Key modifications and enhancements
undertaken as a part of this study are outlined below. Each of these modifications were undertaken using
a process that included extensive cognitive testing with 16 parents of young children, a provider input
process, and expert review and feedback from the PCQI Advisory Committee.

e Revisions to the PHDS content to support alignment to the updated Bright Futures Guidelines.

e Development of eight age-specific versions of the PHDS to increase sensitivity and specificity of
the tool (4, 6, 9, 12, 15, 18, 24, & 36 month versions).

e Development and incorporation of a scale to measure parent engagement and partnership with
their child’s health care provider.

e Development of online and paper versions of the eight age-specific versions of the modified-
PHDS, including a customized feedback report for parents who complete the online tool.

e Development of tailored provider- and practice-level Global Feedback Reports based on the
modified —PHDS, including an Executive Summary of findings, feedback tailored to QI efforts,
quality findings presented in the context of parent behaviors, site-specific resource lists, and an
automated process for report production.

3. The Shared Encounter Form. (See Appendix D for an example). The SEF was developed
as a paper-based waiting-room tool to: 1) standardize the process by which recommendations for well-
child are accomplished; 2) prioritize the time spent by providers to focus on addressing issues that are
most important to the family; and 3) provide the parent a written summary of what happens at the visit
and instructions or information for follow-up. Parents complete the one-page questionnaire in the waiting
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room prior to their child’s visit. The pediatrician and the parent then use the questionnaire to guide their
visit and the parent is given a summary page for the visit that includes resources, follow-up information
and details about the visit to take home. The SEF was designed using a process that included 1)
establishment of core design parameters for the content and layout by the PCQI Advisory Committee; 2)
iterative expert review by PCQI Advisory Committee members and AAP staff working on the HRSA Bright
Futures Implementation manual; 3) key informant interviews with providers at the SEF site; and 4) final
formatting and production for the SEF and related parent education materials.

4. The Plan My Child’s Well Visit Tool (PCW). (See Appendix C for an overview of the tool).
The CAHMI developed the Plan My Child’s Well Visit tool (PCW) to engage parents as partners to
improve well-child care services as a part of the PCQI project. The tool is designed to prioritize time
spent with pediatric providers by focusing attention on pre-identified health risks and concerns, and
questions and topics most important to the family; thereby optimizing short visit times and closing the
documented and often large gaps in pediatric providers’ success in addressing child, family and parent
concerns and risks.

The PCW asks parents a set of standardized, pre-visit questions about Bright Futures
recommended health risk and educational topics to be addressed in each well-child visit (the PCW
includes 8 age/visit-specific versions). Validated questions assess the child’s physical health, family risks
(e.g. parental depression), and elicit parent priorities for anticipatory guidance and education (e.g. child
behavior, injury prevention, nutrition, sleep). At the PCW site that participated in the PCQI project, parent
responses to the PCW were integrated into the practice’s EHR. In addition to utilizing a development
process similar to the one described for the SEF, the work to developed the PCW-EHR link, included
extensive provider and staff engagement to 1) redesign the EHR forms to align to Bright Futures; 2)
identify opportunities to integrate the PCW content into the existing, redesigned, and new EHR forms;
and 3) identify appropriate EHR flags based on parent responses to support clinical decision making.

5. Stand-Alone Parent Education Websites (Customized for the SEF & PCW Sites). As a
part of the PCQI project, the CAHMI developed educational websites for parents of children 3 months to 4
years that include visit-specific educational materials (8 age-specific sets of materials) that are aligned to
the Bright Futures Guidelines for well-childcare. These materials provide education and anticipatory
guidance in a parent-friendly manner and address topics the fit within categories such as: How you and
your family are doing, Your growing and developing child, How your child is eating and growing, Your
child’s dental health, and Your child’s safety.

6. Parent Engagement Materials. (See Appendix E for example parent engagement
materials). As a part of the PCQI project, the CAHMI developed packets of materials to support practice-
level implementation of the PHDS, SEF and PCW. These materials were developed with expert advisor
input and cognitive testing with parents. They provide a foundation for the development and synthesis of
parent engagement materials to support the development of a toolkit for implementing the PCW and SEF
in other contexts. The parent engagement materials include:

o Frequently Asked Questions (FAQ) sheets for parents (PHDS)

Pediatrician and Staff Tip-Sheets (PCW)

Provider and Office Staff Scripts (PHDS and SEF)

Parent Engagement Posters — waiting room & exam room versions (PHDS, SEF & PCW)
Parent Invitation/Reminder Post-Cards (PHDS & PCW)

Email Invitation Scripts (Online PHDS)

Telephone Invitation Script (Online PHDS)

7. Well Visit Planner App Concept Proposal. Providers, parents and national children’s
health policy leaders expressed interest in a mobile Well Visit Planner App that would allow parents to
complete the PCW at times and in places where they may not have access to a computer. In response to
this interest, the PCQI project team developed a concept proposal for a Well Visit Planner (WVP) App.
The concept proposal for the WVP App was competitively selected as one of three innovative IT
applications awarded in the national (REACH) Challenge, sponsored by AcademyHealth and Health 2.0
(See Appendix F for the press release). The CAHMI continues to work towards the development of the
App (as current funding allows).
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APPENDIX A: Example Paper Version of the Modified PHDS - SEF Site at Follow-up: Age Version 36
Months

IRB#: 5440

36 Month Well-Child Visit
Promoting Healthy Development Survey

This survey is about your child’s well-child visit and what is recommended to be talked about during
this visit. It also asks for your feedback on the Well-Visit Form that you completed during your visit.

o Well-child visits are visits that are made to a doctor or health care provider when your child is not
sick, but needs a routine check-up. When answering the survey, do not include care your child got
when he or she was sick, stayed overnight in the hospital or went for a dental care visit.

o A doctor or other health provider can be a general doctor, a specialist, a pediatrician, a nurse
practitioner, a physician assistant, a nurse or anyone else your child would see for health care.

Who should complete this survey?

e The survey should be completed by the person who took your child to the well-child visit.

e This survey should be answered about ONE child. If you have more than one child this age who
had a well-child visit on the day you got this survey (for example: Twins), you should complete the
survey for one child of your choice.

Why does your doctor or health care provider want you to complete this survey?

o The pediatricians at|j I /2t to partner with you to help your child to get
the best health care possible.

I s asking you to complete this anonymous survey so that they can
learn about the information parents want and need.

Will completing this survey affect my child's health care?

e Do not write your name or your child’s name on this survey. The survey is anonymous.

e Your doctor or health provider will not see individual responses to the survey or know who
completed the survey.

e [f you choose to not answer the survey, the decision will have no effect on the health care you or
your child receive or on your health care benefits.

e If you begin to answer the questions and then change your mind, you may stop at any time. Also,
if there are particular questions that you don’t want to answer, you may skip them. If you choose to
skip or not answer any questions it will have no effect on the health care you or your child receive or
on your health care benefits.

e By completing this survey, you are indicating that you have given your consent to participate.

Instructions

1. Please use a BLUE or BLACK ink pen to complete this survey.

2. Answer all the questions by checking the box on top of your answer like this:
a
Yes No
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SECTION I: CHILD’S WELL-CHILD VISIT HEALTH CARE PROVIDER

1. Which [ GG - carc provider did your child see for the well-child visit at which you
received this survey? Select one:

Q -0 [
2 s Other:
sd

SECTION IIl: YOUR FEEDBACK ON THE WELL VISIT FORM

During your child’s well visit you were asked to complete a Well Visit Form.

We would like to learn how you used the Well Visit Form during your well-child visit,
whether you found it helpful and appropriate, and how it impacted the care you received.

2. Overall, did the Well Visit Form increase the value of your child’s well child visit at North Bend Medical Center
for you?
1 (1 s
Yes Somewhat Not Really

3. A section of the Well Visit Form asked you to identify priorities for
discussion during the visit.

TRl

3a. Did this section help you learn more about the kinds of
topics that you can discuss with your child’s doctor or
health provider?

| 21 Nl
Yes Somewhat Not Really

3b. Did you pick one or more topics to discuss?

1 2]
Yes = Go to Question 3c No = Go to Question 4

3c. Did your child’s doctor or other health provider talk with you or give you information about all of the

topics that you picked?
1 21 34
Yes No, No,
but it was okay with me that we didn't talk about and there are topics that | wish we had

some of the topics talked about

3d. Did your child’s doctor or other health provider talk with you or give you information about any of the

topics that you selected?
a Il 3
Yes, Yes, No
and my questions about these but my questions about these topics
topics were answered were not answered completely
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4. A section of the Well Visit Form asked you specific questions about your child’s health and about you and your

family.

4a. Did this section help you to identify topics
about your child’s health (e.g. major e
illnesses or hospitalizations) to discuss with
your child’s doctor or healthcare provider?

A Q0 3
Yes Somewhat Not Really

4b. Did this section help you to identify topics ->
about you and your family (e.g. changes or
stressors at home) to discuss with your
child’s doctor or healthcare provider?

GENERAL HEALTH INFORMATION

Since your last visit, has your chitd had any MAJOR Rinesses andfor hospitalizations?

Yes
a

Have any of your child's relatives developed new medical problems since the last visit?

[Does your child live in more than ane home (e.g. divorced parentsi?

Do your childs eyes appear unusual or seem to cross, drift, or be lagy?

Do any adults who are around your child smoke (includes inside or outside the housef?

Do you feel unsafe in your current redationship?

ks there a partner from a previous relationship who Is making you feel unsafie now!

In the past year, have you or your child been hit, kicked, punched or otherwise hurt by someone!

a
a
a
a
a
a
a
a

ooooooooao

In the past year, has your partner or ather famity member belittled, bullied, or screamed at you or your child?
Who takes care of your child most days of the week?

[ Chikf's mother [CJChilds father [ Other relative {e.g,, grandmother] [J Nanny  [J Dayeare  [J Others

How many times in the last two weeks have you gone out socially or spent time doing hobbles, self-care or spare-time activities you enjoy?
O bone 02 Ozs O
In general, how well do you feel you are coping with the day to day demands of parenthood]

[ Not very well at all [] Mot very well  [J5omewhat well [ Very well

No  Unsure

oooooooooa

A 2 4
Yes Somewhat Not Really

4c. This section asked you specific questions about you

and your family (for example, if there had been any

changes or stressors at home lately). Should your child’s doctor or health care provider ask these questions?

'

Yes

2]
No

s
Not Sure

5. A section of the Well Visit Form asked you specific
questions about your child’s development and what
he or she is able to do.

Did this section help you to identify things to discuss
with your child’s doctor or healthcare provider?

14 2 3]
Yes Somewhat Not Really

YOUR GROWING AND BEVELOPING CHILD
L] L}

L

Plegss chech each task your child fs able to do right now. Sacial/Emotional

Gross Motor Fine Mator DO Play pat-a-cake

O Pull up to stand [ Bang 2 small objects held inhands [ Let you know they want
something by pointing ot it

s
00 sand alone O Wave bperbye
[ bmitate housshold activithes

Cognitive/Communicative

O imitate vocalizations & seunds

IO Babble with inflections of
normal peech

[0 Spedk 1 werd jother than marma
or dada)

10 Pt & sl absject in & cup

PROVIDER NOTES - 0ffice Use Only

5a. Did this section help you learn more about your child’s development and the different areas of

development (e.g. fine motor, gross motor, commun
i 24 (|

Yes Somewhat

icative, social-emotional)?

Not Really

6. Overall, how useful was the Well Visit Form for focusing your time with your child’s doctor or health provider on what is

most important to you and your family?

Q Il
Extremely Useful ~ Very useful

s
Moderately useful

44
A little useful

50
Not at all useful
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7. Did you like that you were given a carbon copy summary of your visit to take home?

34
Not Really

2]
Somewhat

1
Yes

404
| don’t remember or | did not get a copy

- Go to Question 8

7a. The first section of the summary lists tests and vaccines that
your child received. Was this section useful?

a 21 Sl
Yes Somewhat Not Really

7b. The second section of the summary provides information about
resources for you and your family. Was this section useful?

a 21 Sl
Yes Somewhat Not Really

7c. The last section of the summary lists information about your
child’'s development and whether specific resources or
referrals were recommended for your child.
Was this section useful?

' 2]

Yes Somewhat

4
Not Really

additienal information/Resources
nbi

Parents-your Notes:

Ty m—
TTLet's keep an eye on:

Make a special effort to focus on the learning activities in the sheet(s) provided for:
| Gros oo

|| Fine motor

|| Probiem sotving

|| Personat-sociat

8. Were you comfortable with the amount of time it took you to complete the Well Visit Form?

du| 20 U
Yes Somewhat Not Really
Yes Somewhat Not Really
9. Overall, was the Well Visit Form helpful to you for each of the following :
a) Prioritizing topics to discuss with your child’s doctor or health care . ) 5
. a Q a
provider
b) Identifying issues about your child’s health that need to be addressed A g | ‘4
c) Asking questions about how to keep your child healthy and safe A 4 4
d) Discussing your child’s learning, development, or behavior and any 10 20 0
concerns you may have
e) Understanding what is recommended and what you can talk with your 10 20 0
child’s doctor or health care provider about
f) Recognizing your family’s strengths and how you can build off of them ' g | |

10. Would you recommend the Well Visit Form to other parents?

14 2 s
Yes No Not Sure
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| SECTION IIl: YOUR FEEDBACK ON EDUCATIONAL MATERIALS & ACTIVITIES

This section asks for your feedback on any educational materials or activities that you received as a part of your well-child

visit.

11. Was any written information your child’s doctor or health | didn’t receive
care provider gave you helpful for learning about the Yes Somewhat | NotReally |  written
following: information

a) Your child’s health and safety 'a g 4 °d
b) You and your family (e.g. parental depression, emotional . 5 s .
support, substance abuse) = J J J
¢) Your child’s development ' 1 4 °d
12. Did your child’s doctor or health care provider give you a sheet with activities —
that you can do with your child to promote your child’s development? LA
Q 2
Yes - Go to Question 12a No - Go to Question 13
12a. Did you do the activities?
Qa 21 il
YES, YES, NO,

and | would like to
do more activities
like these

but | don’t want to
do more activities
like these

but | would like to
do activities like

and | don’t want to

do activities like

these

13.Based on all the written materials that you received at your child’s well child visit, which of
the following best describes the quantity of paper materials that you received?

1Qa | K|
Not enough The right amount Too much
14.Did you go to the _org website?
1 2
Yes = Go to Question 14a No = Go to Section IV

o

| didn’t receive written materials

My Child's Well-Visit

Lo

14a. Why did you visit the | MMM org website? CHECK ALL THAT APPLY

1
To get more information
on topics discussed
with my provider

2

To get more information on
topics that | didn’t discuss
with my provider

14b. How helpful was the information provided at the _org website?

1
Very helpful

21
Helpful

3U

Somewhat helpful

40

A little helpful

34

To print a copy of the
Well Visit Form before
my visit

s

Not at all helpful
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SECTION IV: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

The next set of questions ask you about topics that your child’s doctor or other health providers talked to you about or
gave you information about at your child’s well-visit.

NO,
YES YES, _ NO _but | alrt_eady had
15. At your child’s well-visit, did your child’s and my questions | PUEMY auestions | it e hag | Information about
doctors or other health providers talk with you | were answered | "e"e Nt answered | oo apout that | IS toPIC OR did
oc p X y completely not need to talk
or give you information about the following: about it
a) A healthy weight for your child Q | K| 4
b) Importance of your family eating meals
together u d ‘u ‘d
c) Whether and how much television or
videos your child watches u d 'd ‘d
d) Lrlr:irl)grtance of physical activity for your Q0 0 0 0
e) Importance of outside family activities that
involve playing actively, such as going for a 1 il s 4
walk or playing chasing games
f) Any alternative or natural care therapies or
products you may use with your child o d ‘d ‘u
g) lssues related to preschool Qa 4 | Q
h) Issues related to childcare, such as a
nanny, daycare or babysitters o d ‘u ‘o
i) Fun games to play with your child Qa (| Q Q
NO,
YES, YES, . NO, but | already had
16. At your child’s well-visit, did your child’s doctors | and my questions but mytquestlonz but | wish we had | information about
or other health providers talk with you or give | were answered | "' S8SHEEC | talked about that | this topic OR did
. . 1y completely not need to talk
you information about the following: about it
a) Your child's moods and emotions Qa 2 s Q
b) How your child gets along with others 1 4 34 4
¢) The importance of using simple words,
asking simple questions, and repeating 1A | | 4
what you heard from your child
d) Ways to read to your child, such as asking
him/her to talk about what they see and how 1A | s 4
they feel about the story
e) Ways to guide and discipline your child 1 4 | 4
f) Behaviors you can expect to see in Q 20 0 Q

your child in the next several months
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NO,

YES YES, NO but | already had
17. At your child's well-visit, did your child’s doctors | ang my questions | PUt™Y duestions | v\ ich we had | information about
or other health providers talk with you or give | were answered Werec(’,‘;tp?:tz"l‘;ered talked about that ”“"*t t°P'g ?Rt dI:(d
you information about the following: no :ebzut?t a
a) How to prevent your child from falling from
things, such as windows and stairs o d ‘u ‘d
b) Teaching your child to avoid dangerous
situations, places and objects, such as
electrical sockets, the stove, or running in o U ‘o ‘a
the street
c¢) Importance of supervising your child near
all streets and driveways and not allowing 1 4 M| Q
your child to cross the street alone
d) Importance of your child wearing a helmet 1 4 M| Q
e) Installing a car seat correctly as well as
when your child can sit in a booster seat o d ‘u ‘d
f)  Any other things you can do to keep your
child from getting injured inside and outside 1 dH | M| Q

the home

| SECTION V: HEALTH CONCERNS ABOUT YOUR CHILD

The next few questions ask about concerns parents or guardians sometimes have about their child.

18. * Do you have any concerns about . . .

Yes A little Not at all
a) Your child’s learning, development or behavior 1 {H | (|
b) How your child talks and makes speech sounds 1 il K|
¢) How your child understands what you say Qa {H | 34
d) How your child uses his or her arms and legs 1 {H | |
e) How your child behaves 1 1 M|
f) How your child gets along with others 1a 2 K[l |

* Adapted with permission from Parent’s Evaluation of Developmental Status, © 1997 Frances Page Glascoe, Ellsworth and Vandermeer Press. Any reproduction or adaptation

without the express written consent of the publisher is a violation of federal law.

19. At your child’s well-visit, did your child's doctors or other health providers ask if you have concerns about your

child's learning, development or behavior?

1 2]
Yes No

:Q

| don’t remember
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20. At the time of your child’s well-visit with his/her doctors or other health providers, did you have concerns about your
child’s learning, development or behavior?
a 24
Yes = Go to Question 20a No = Go to Question 21

20a. Did your child’s doctors or other health providers give you specific information to address your

concerns?
i 20 34
Yes No [ did not have any

concerns at the time
of my child’s visit

21. At your child’s well-visit, did your child’s doctors or other health providers do any of the

following to address your child’s learning, development or behavior: Yes No
a) Note an area of your child’s development that should be watched carefully 1 1
b) Give you ideas for activities that you can do with your child to promote your child’s 0 20

development

c¢) Give you information about resources in your community to help you and your family 1 2
d) Schedule a follow-up visit to check on your child's development 1 H |
e) Refer your child for early intervention services a 20
f) Refer your child to another doctor or other health provider a 20
g) Refer your child for testing of his/her learning, development or behavior Q 20
h) Refer your child for speech-language or hearing testing a 20

| SECTION VI: QUESTIONS ABOUT YOUR FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them
provide the best care possible for your child. These questions can be asked in a survey that you fill out before the
visit, in the waiting room or when you talked with your child’s doctor or other health provider during your child’s
visit.

NO,
22. At your child’s well-visit, did your child’s doctors or other health bt NhO, had but I did not mla:d
; . ut | wish we ha or want to ta
providers ask you: YES talked about this | _about this
a) About changes or stressors for you and your family 1 Jl |
b) How you balance taking care of yourself while being a parent 1 (il K|
c) If you have any firearms in your home and issues related to
gun safety J i J
d) About any other issues in your household that might affect 0 20 30
your child
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SECTION VII: EXPERIENCE OF CARE

The next questions ask about your overall experiences with the health care your child has received from his or her

doctors or other health providers.

23. How often do your child’s doctors or other health providers: Never Sometimes | Usually Always
a) Take time to understand the specific needs of your child 1a J | | 4
b) Respect you as an expert about your child 1A 1 | 4
c¢) Explain things in a way that is easy to understand 1 4 (| 4

| SECTION VIii: PARTNERING AND EXPECTATIONS

The questions in this section are not about specific things that happened at your child’s well-visit, but are more general
questions about your experiences, expectations, and hopes for your child’s well-child care.

. , YES, YES, NO, NO.
24. Has your child’s doctors or other health providers done the asmuchas! | butlwould | Putlwish but | don’t
foIIowing as much as you wanted wanted like more this did expect this
happen to happen
a) Started the visit by asking about the specific questions or Q 20 0 0
concerns | wanted to address that day
b) Provided easy ways to follow-up after the visit if | had
questions or needed more information (such as an email, 1 ] Jll A4
website, or phone number)
c) Noted specific areas where my child is doing well 1 21 M| 4
d) Took the time to recognize at least one specific thing that |
am doing well on as a parent u d U ‘d
YES, NO,
YES but | would NO, and | am
25. Please read the actions below and indicate how much you I do this liketofind | butlwishl | okay with
do. or would like to do, each of the following: waystodo | diddothis | notdoing
this better this
a) | routinely (example: weekly) plan specific activities to 0 20 0 0
promote different aspects of my child’s development
b) Before or during my child’s well visit, | write down my 0 20 .0 0
questions and concerns to be sure they are addressed

26. On a scale of 0-10, with 10 being the highest, to what extent were your questions, concerns or what you wanted
to talk about covered as much as you needed or wanted during your child’s well-child visits?

Q Q Q Q Q Q a a a a Q
0 1 2 S 4 5 6 7 8 9 10
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SECTION IX: YOUR CHILD’S HEALTH CARE

27. In the last 12 months, did your child get care from more than one kind of health care provider or use
more than one kind of health service?
i 20
Yes = Go to Question 27a No = Go to Section X
27a. |n the last 12 months, did anyone from your child’s doctor’s office or clinic help coordinate
your child’s care among these different providers or services?
i 20 U
Yes No My child did not get care from different
providers or use more than one service

SECTION X: YOUR CHILD, YOU, AND YOUR FAMILY

These last questions are about your child, you, and your family. We are asking these questions to better understand
the children and families we care for so that we can improve our services. Remember this survey is confidential and

results will be kept completely anonymous.

28. |s the child you are answering this survey about your first child?

i 1 M|
Yes No The question does not apply to me

29. Is your child of Hispanic or Latino origin or descent?

1 2]
Hispanic or Latino NOT Hispanic or Latino
30. What is your child's race? Mark all that apply.
1 2] Il | s o]
White Black or African Asian American Indian or Native Hawaiian or Other
American Alaskan Native Other Pacific Islander

31. At this time, what kind of health insurance coverage does your child have? Mark all that apply.

i 24 4 Q4 s ] '
Private or Public or Medicare Military Indian Other None
Employment- Medicaid/CHIP Health
based Services
(Blue Cross Blue (Oregon Health Plan,
Shield, Kaiser, Care Oregon, etc)
Aetna, etc.)
32. At your child’s well visit, was another child from your family seen for a well-child visit?
i 20 (|
No Yes, and | also completed a Well Yes, but | did not complete a Well Visit Form for that Child

Visit Form for that Child

33. How many days in a typical week do you or other family members read a book with your child?

i 24 4 Q s
No Days 1-2 days 3-4 days 5-6 days Everyday
(0 days) (7 days)
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34.

35.

36.

37.

38.

39.

How many hours in a typical day does your child watch TV or watch videos?

10 2] 3] | s(]
0 hours Less than 1 hour 1 -2 hours More than 2 We don'towna TV
hours

Do you keep the poison control center phone number on or near your phone?

1 1
Yes No

How many children 17 years old or under are living or staying in your household?

1 2] 3] Q4 s
1 child 2 children 3 children 4 children 5 or more
children

In general, how well do you feel you are coping with the day to day demands of parenthood?

' 4 U d
Very well Somewnhat Not Very Well Not well at all
Well

How many days in the last week have you felt depressed?
1 4 s 4 s s ad s

0 days 1 day 2 days 3 days 4 days 5 days 6 days All 7 days

In the last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost

pleasure in things you usually cared about or enjoyed?

1 2]
Yes No

YOU’RE DONE!!

Thank you for completing the survey.
You have helped make a difference.
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APPENDIX B: Example Global Feedback Report -- Practice-Level
Note. Provider-level reports are also available.

FINDINGS FROM THE PROMOTING HEALTHY DEVELOPMENT SURVEY (PHDS)

This report summarizes the findings from the N=517 completed PHDS surveys obtained from
parents whose children receive well-child care in | As a reminder, the survey was well-
visit-specific and given to parents whose children had a 4 month-3 year old well-child visit.

This report details key findings related to
recommended well-child care:

Profile of] _ Patients 1
Executive Summary 2
Anticipatory Guidance and Parental Education 3
Developmental Surveillance 5
Follow-Up for At-Risk Children 6
Assessment of the Family 7
Family-Centered Care 8

Alist of quality improvement resources for each of these areas needing improvement is on
Page 9 . The Appendix on Page 10 provides detailed information about the scoring used
for each measures and descriptive information about the BENCHMARK DATA shown in the
charts.

If you have questions about the findings presented in this report please contact the CAHMI
at cahmi@ohsu.edu or 503-494-1930.

IMPORTANT NOTE ABOUT CONFIDENTIALITY: These reports are confidential and will only be given to the
providers in have any questions or would like additional analyses performed, please contact
Colleen Reuland of the CAHMI at reulandc@ohsu.edu or 503-494-0456.

Tha Child and Adolescent
Health Measurement Initiative

‘*‘CAHMI

Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative

Final Report for MCHB, HRSA R40 MC08959 03-00 | Appendices - Page B1



—~-CONFIDENTIAL-

A PROFILE OF YOUR PATIENTS

Response Rates: The overall response rate to the survey was 54.2%. The following is descriptive
information about the N=517 children whose parents responded to the survey.

Characteristic Categories Proportion (%)
(N=517)
4-, 6-, and 9-Month Visits 44.5
Well-Child Visit Assessed: Child's Age 12-,15- and 18-Month Visits 28.0
24- and 36-Month Visits 27.5
Is NOT parent's first child 45.0
Birth Order of the Child
[s parent's first child 55.0
1 Child 46.5
Number of Children Under 17 in the Home 2 Children 43.4
3 or More Children 10.1
White, non-Hispanic 81.3
Hispanic 6.3
Race/Ethnicity of the Child Other or Multiple 8.8
Asian 2.1
Non-white, non-Hispanic 1.6
Private insurance only 94.8
Public insurance only 4.3
Type of Insurance Coverage Public and private insurance 0.2
Other or multiple insurance types 0.4
No insurance 0.4
Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative 1
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~-CONFIDENTIAL-

SUMMARY OF MAIN FINDINGS

The chart below highlights the proportion of children who received the specific, recommended aspect of
well-child care. Detailed information about each of the measures, or indicators of quality, can be found on
the pages listed and in the Appendix. Information provided includes what was asked in the survey, how
the measure was scored across the multiple individual survey items in that scale, item-level findings, and
descriptive information about the related behaviors reported from parents in

FINDINGS

ASPECTS OF RECOMMENDED

WELL-CHILD CARE

Anticipatory Guidance and Parental Education
Report on Page: 3

Developmental Surveillance
Report on Page: 5

Follow-Up for At-Risk Children _ 43.4%

Report on Page: 6

Assessment of the Family 37.2%
Report on Page: 7 1

= 00

0% 20% 40% 60% 80% 100%
NO Children ALL Children
got the recommended got the recommended
aspect of care aspect of care

ASPECTS OF RECOMMENDED WELL-CHILD CARE

Anticipatory Guidance & Parental Education
e About 6in 10 (60.3%) children had parents with an unmet informational need on one or more of the topics asked
about.
e Parents were most likely to have their needs met on topics related to injury prevention.
e Conversely, parents were LEAST likely to have their needs met on topics related to development and behavior (46.3%
with an unmet need on these topics).

Developmental Surveillance & Screening
e Two in five parents noted a concern about a child’s learning, development or behavior. Of these concerned parents,
71.6% were asked whether they had concerns.
e About 1in 5 children (19.2%) were identified to be at risk for developmental or behavioral delays. About 2 in 5
received some type of follow-up care to further assess and address these risks.

Assessment of the Family for Risk Factors that Impact the Child
e Most children had parents who were not asked about any of the risk factors asked about (62.8%). The figure in the
chart above shows the proportion of children asked about at least one.
e 16.3% of parents were identified with symptoms of depression. These parents were much less likely to read to their
child and more likely to report that their child watched TV above the recommended amount.

Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative
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—~-CONFIDENTIAL-

ANTICIPATORY GUIDANCE AND PARENTAL EDUCATION

This age-specific section of the survey asks parents about whether recommended anticipatory guidance and
parental education topics are discussed or information is provided by their child’s health care providers, and if
not, whether the parent would like to talk about or receive information about the topic.

The response options and scoring for the topics in this section are the following:

Informational Needs Met Unmet Informational Needs
1. Yes, and my questions were answered 2. Yes, but my questions were not answered
completely
4. No, butI already had information about that topic 3. No, but [ wish we had talked about that
or did not need to talk about it

OVERALL RESULTS FOR

Proportion of Children Whose Parents Had
Their Informational Needs Met on ALL

(selected response #2 or #3)
¢ 60.3% of children have parents who reported 1 or more
unmet need. The following proportions summarize the

Priority Topics Asked About

(selected response #1 or #4) ) ; )
number of topics parents wanted more information
about:

39.7% G e 1or2topics-22.3%
Hi e 3 topics-8.1%
O e 4 or more topics - 29.8%
Benchmark - 42.5% Variation in Unmet Informational Need by
L Topical Focus
el o
No Children All Children .
Proportion of
"Lo" (the lowest) and "Hi" (the highest) labels respectively children with 1 or 41.6% 46.3% 27.8%
represent minimum and maximum of provider-level scores at more unmet need
|

PARENTS' BEHAVIORS

The following items are parent behaviors related to topics in the anticipatory guidance and parental
education section of the survey. The proportions below reflect the parent responses for these items.

o Does NOT keep the poison control center number by the phone - 62.7%

o Days read to child in a typical week: 0-2 days - 11.6% 3-4 days - 9.5% 5-7 days - 78.9%

In a typical day, number of hours child watches TV or videos by age:

None* Lessthan1hour 1-2hours More than 2 hours
Younger than 2 years old 52.0% 32.1% 12.9% 3.0%
Two years and older 15.7% 37.9% 37.9% 8.6%

*Includes parents who do not own a TV.
Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative 3
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-~-CONFIDENTIAL-

DEVELOPMENTAL SURVEILLANCE: ASKING ABOUT PARENTAL CONCERNS

(¢[0).\FTlAIl Children's Parents Are Asked About Their Concerns

A key part of recommended developmental surveillance is health care providers specifically asking parents
if they have concerns. One item in the survey asked whether or not their child’s health care providers asked
the parent if he/she had concerns about the child’s learning, development or behavior. The survey also
includes six items derived from the Parent’s Evaluation of Developmental Status (PEDS) ©* These items
asked parents about specific concerns they may have about their child’s learning, development or behavior
that can predict a child’s risk level for developmental or behavioral delays.

OVERALL RESULTS FOR

Proportion of Children Whose Parents Were Children Whose Parents Were Asked About
Asked About Their Concerns Their Concerns

= 70_5%G ¢ 41.7% have parents with one or more concerns
about their child's learning, development or behavior.

Lo=

O
- A Of this group:
L

0% 20% 40% 60% 80% 100%
No Children All Children

e 71.6% were asked whether or not they had any
concerns about their child.

"Lo" (the lowest) and "Hi" (the highest) labels
respectively represent minimum and maximum of

provider-level scores at | N IIIIE

CONCERNS OF PARENTS AT

The following proportion of children have parents who reported a concern about:

¢ The child's learning, development or behavior - 25.0% ¢ How the child uses his or her arms and legs - 11.7%
¢ How the child talks and makes speech sounds - 18.1% e« How the child behaves - 22.7%

¢ How the child understands what parents may say - 11.7%e How the child gets along with others - 14.8%

*Glascoe FP. Parents' Evaluation of Developmental Status. Nashville, TN: Ellsworth & Vandermeer Press, Ltd; 1998

Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative 5
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-~-CONFIDENTIAL-

FOLLOW-UP FOR "AT-RISK" CHILDREN

[0V RAll "At-Risk" Children Receive Some Level of Follow-Up

The survey included items adapted from the PEDS©* to identify children “at-risk” for developmental/behavioral delays.
The PEDS© uses an age- and concern-specific scoring algorithm to identify this group of children. Six questions were then
asked to assess whether or not “at-risk” children received some form of follow-up. Parents were asked if their child’s
health care providers did any of the following:

Noted a concern about the child that should be watched

Scheduled a follow-up visit to check on the development

Referred the child for early intervention services

Referred the child for speech-language or hearing testing

Referred the child for testing of their learning, development or behavior
Referred the child to another doctor or health care provider

OVERALL RESULTS FOR

Proportion of "At-Risk" Children
Receiving Any Follow-Up

"At-Risk" Children

¢ 19.2% of children have parents with concerns that
indicate their child is "at-risk" for developmental,
43.4% G behavior or social delays.
mo | O

1 A "At-Risk" Children Receiving Follow-Up

e 43.4% of "at-risk" children received at least one of the six
Benchmark _ £8.3% L types of follow-up asked about.
0% 20% 40% 60% 80% 100%
No children All children

"Lo" and "Hi" labels respectively represent minimum and
maximum of provider-level scores at | IR

FOLLOW-UP STEPS TAKEN FOR "AT-RISK" CHILDREN

Listed below are the proportion of children identified as "at-risk" by the PEDS®© items whose parents
reported that their child’s doctor or other health care providers did each of the following:

e Noted a concern about child that should be watched - 24.5% Referred for:

. . o
¢ Scheduled a follow-up visit to check on development - 20.4% Early intervention - 10.3%
e Testing of learning, development or behavior - 8.2%

¢ Speech-language or hearing testing - 9.3%

¢ Another doctor or health care provider - 13.4%

*Glascoe FP. Parents' Evaluation of Developmental Status. Nashville, TN: Ellsworth & Vandermeer Press, Ltd; 1998

(o)}
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ASSESSMENT OF THE FAMILY

(¢(0).V\iH B Children's Parents Are Screened for One or More Risk Factors

This section of the survey included 10 well-visit-specific topics about family stressors,
parental depression and safety in the home environment. Parents were asked if their child’s
health care providers asked about the topics at the well-visit at which they received the
survey. See the table below for the topics asked about for each well-visit.

OVERALL RESULTS FOR

Proportion of Children's Parents Who Were No Topics Asked About
Asked About at Least One or More Topics

A e 62.8% of children have parents who reported that their child's
doctors or other health care providers did not ask about
Benchmark Apprjopriate bgnchmark hot available L ANY topics.

for this[scoring method

0% 20% 40% 60% 80% 100%

No children All Children
"Lo" (the lowest) and "Hi" (the highest) labels
respectively represent minimum and maximum of

provider-level scores at |

TOPICS ASSESSED AND FINDINGS FOR EACH WELL-VISIT

Well-Visit Assessed (in Months)

Well-Visit-Specific Family
Assessment [tems

4 6 9 12 15 18 24 36 TOTAL*
(n=95) [GE)] (n=72) (n=11) (n=62) (n=76) (n=66)

If a parent ever feels depressed, sad or has crying spells 6% 6%
If the parent has someone to turn to for emotional support 8% 6% 8%
Changes or stressors in the home 21%  25% 22% 12% 20%
Balance in taking care of themselves as a parent 29% 19% 20% 18% 11% 19%
If parent's partner has hit, kicked, shoved 1% 1%
or physically hurt them or their child

Firearms in the home 4% 3% 3% 13% 3% 6%
If parent makes time for other relationships 14% 9% 13%
If parent sets a positive example by always using a seatbelt 0% 2% 8% 5%
If anyone in the household drinks alcohol or uses other drugs 5% 5%

*- N is the total number of parents who were asked the item across the visit-specific versions of the survey.

.PSYCHOSOCIAL WELL-BEING

e 16.3% (n=84) of children's parents reported symptoms of
depression in the last 12 months.

Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative
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FAMILY-CENTERED CARE

Three items asked parents about communication and experience with well-child care. Below are the item-level
findings and the proportion of children whose parents answered with the corresponding response.

How often does your child's health care provider... Usually NFS;‘;\{"SEOTn;I?ES)e S

e Take time to understand specific needs your child 67.6% 27.2% 5.2%

e Respect you as an expert on your child ‘ 73.7% ‘ 22.2% ‘ 4.1% ‘
e Explain things in a way that was easy to understand 86.4% 13.2% 0.4%

FOLLOW-UP QUESTIONS AFTER THE VISIT

YES, NO, NO, but I wish this did
as much butIdon't expect this happen OR YES, but I would
as I wanted to happen like more
(UNMET NEED)
e Provided easy ways to follow-up after the visit 52.9% 18.7% 28.4%
if | had a question

STRENGTH-BASED APPROACHES TO CARE

Recognizing a child and family's needs and strengths can be an effective method for patient empowerment and can be
a building block for strength-based counseling. Three items in the PHDS ask parents about whether the provider asked
about parents' concerns or noted strengths and whether the parents wished it occured.

YES, NO, NO, but I wish this
as much butI don't expect did happen OR YES,
as I wanted this to happen but I would like more

(UNMET NEED)

e Started the visit asking about specific questions

or concerns | wanted to address that day 74.2% 10.1% 15.7%
‘ e Noted specific areas where my child is doing well ‘ 79.0% ‘ 4.3% ‘ 16.7% ‘
e Took time to recognize at least one thing [ am 64.8% 19.8% 15.4%

doing well on as a parent

PARENTAL ENGAGEMENT

Two items in the PHDS asked about activities parents currently do and whether they would like to do them more.

NO, NO, but I wish I did do this

and I am okay OR YES, but I would like to

with not doing this find ways to do this better
(UNMET NEED)

YES,
I do this

. Routinely plans specific activities to promote

0, 0, 0,
child's development 53.8% 4.9% 41.3%
. Before or during the visit writes down questions
0, 0, 0,
or concerns 46.8% 21.5% 31.7%
Copyright © 2005 CAHMI - Child and Adolescent Health Measurement Initiative 8
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IMPROVEMENT RESOURCES

Listed below are selected quality improvement (QI) resources which address the topics
asked about in the PHDS.

Meeting Parents’ Informational Needs: QI Resources on Anticipatory Guidance and Parental Education

Websites with Parent Education Materials and
Resources for Providers

e Pral Guide to Healthy Development: Module #5 (Anticipatory o Bright Futures: www.brightfutures.aap.org
Guidance & Parental Education):
www.commonwealthfund.org/Content/Resources/2006/Mar/Mo
dule-5--Anticipatory-Guidance-and-Parental-Education.aspx ¢ Kids Growth: www.kidsgrowth.com

e Dr. Spock: www.drspock.com

e Zero to Three: www.zerotothree.org

e Model for Anticipatory Guidance and Parental Education

about the Importance of Reading - The Reach Out and Read o KeepKidsHealthy.com: www.keepkidshealthy.com
Program: www.reachoutandread.org o KidsHealth: http://kidshealth.org

e Well-Child Care ToolKit: e Pediatric Development and Behavior: www.dbpeds.org
http://www.brightfutures.org/wellchildcare/06_education/index. o Healthy Steps: www.healthysteps.org

html
e Connected Kids Resource Kit: www.aap.org/ConnectedKids/IntroPiece.p

e AAP Parent Website: www.healthychildren.org

Asking About and Addressing Parental Concerns: QI Resources on Developmental Surveillance and Screening

e AAP Algorithm for Developmental Surveillance and Screening: e Practical Guide to Healthy Development: Module #2
http://pediatrics.aappublications.org/cgi/content/full/118/1/405 (Developmental Surveillance and Screening):

www.commonwealthfund.org/Content/Resources/2006/Jan/Module

-2--Developmental-Screening-and-Surveillance.aspx

e Developmental Surveillance and Screening Policy
Implementation Project: www.medicalhomeinfo.org/
screening/DPIP.html e Utah Medical Home Project: Tools and Resources for

o DBPEDS.ORG Tools and Resources: Developl;l.enlthal Scree?lln 8 linical- " ing-and-
www.dbpeds.org/articles/detail.cfm?TextID=539 p""r‘g’xﬁfmica omeportal.org/clinical-practice/screening-an
e Assuring Better Child Health and Development (ABCD) Resource
Center: http://abcdresources.org

Assessing the Parent for Risks to the Child’s Healthy Development: QI Resources on Screening Families for Risk Factors

Depression Domestic Violence

o Bright Futures in Practice: Mental Health—Volume II, Tool Kit e Preventing Domestic Violence: Clinical Guidelines on Routine

.brightfut . talhealth/pdf/tools.html Screening:
vww.brightfutures.org/men alth/pdf/toolshtm www.amaassn.org/ama/upload/mm/386/guidelines.pdf

e Parental Depression Screening for Pediatric Clinicians: An
Implementation Manual:
www.commo nwealthfund.org/Content /Publications/Fund-
Manuals/2007/Apr/Parental-Depression-Screening-for- Pediatric-
Clinicians--An-Im plementation-Manual.aspx

e National Consensus Guidelines on Identifying and Responding
to Domestic Violence Victimization in Health Care Settings:
www.endabuse.org/userfiles/file/HealthCare/consensus.pdf

e Screening for Domestic Violence in the Community Pediatric
. . . Setting:
e Depression Screening Toolkit: www.depression- http://pediatrics.aappublications.org/cgi/content/full/104/4/874

primarycare.org/clinicians/toolkits/ e Improving the Management of Family Psychosocial Problems

e Screening for Depression Across the Lifespan: Measures for at Low-Income Children's Well-Child Care Visits:
www.commonwealthfund.org/Content/Publications/In-the-

Use in Primary Care Settings: Literature/2007/Sep/Improving-the-Management-of-Family-

www.aafp.org/afp/20020915/1001.html Psychosocial-Problems-at-Low-Income-Childrens-Well-Child-Care-
e Screening for Maternal Perinatal D epression: Vis.aspx
www.dbpeds.org/articles /detail.cfm?TextI D=356

e GunSafety
e Connected Kids Resource Kit:
www.aap.org/ConnectedKids /ClinicalGuide.pdf (page 29)
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APPENDIX

General Information About This Feedback Report

AUTHORS: Staff from the Child and Adolescent Health Measurement Initiative (CAHMI).

IMPORTANT NOTE ABOUT THE FINDINGS: These survey results present a “best case” scenario due to an inherent positivity bias
caused by two factors: 1) The survey was conducted only in English, and 2) Only parents whose children had a well child visit were asked
to complete the survey and they did so after the well-child visit.

BENCHMARK DATA PRESENTED IN THE CHARTS: The bar labeled "Benchmark" is based on data gathered by the CAHMI from 1999-
2007 from the mail-in or in-office PHDS. The data represent nearly 10,000 children and are based on applications of the PHDS through
Medicaid in Maine and Washington; Kaiser Permanente Northwest, in Portland, Oregon; and 26 pediatric and family medicine practices
in Vermont and North Carolina. Although the PHDS has been collected by phone, studies have shown biases related to the mode of
administration and therefore to make the findings as comparable as possible, we only included the PHDS data collected in a similar mode
of administration (surveys completed online or mailed back).

PROVIDER-LEVEL DATA PRESENTED IN THE CHARTS: If applicable, a bar labeled with "Lo” and “Hi” represent the low and high,
respectively, range of provider scores in your office.

ADDITIONAL INFORMATION ABOUT THE CAHMI AND THE PHDS: The PHDS was created by the CAHMI has been proven to be a
reliable and valid tool and is endorsed by the National Quality Forum. The PHDS assesses recommendations included in the Bright
Futures Recommendations, 314 Edition. To date, more than 45,000 surveys have been collected by Medicaid agencies, health plans,
pediatric practices, and nationally through the National Survey of Early Childhood Health (NSECH). Components of the PHDS are also in
the National Survey of Children's Health.Funding for the development of the PHDS tools and resources has been supported by the
Commonwealth Fund.Additional information can be found at www.cahmi.org.

QUESTIONS? CONCERNS? If you have questions about the findings presented in this report, please contact phds@ohsu.edu or 503-494-
1930.

Specific Information About Each Measure of Care

ANTICIPATORY GUIDANCE AND PARENTAL EDUCATION (Page 3)
Background: On average, parents are asked about 24 of the anticipatory guidance and parental education topics included in the
national, Bright Futures recommendations for that visit. Among all of the recommended topics that could be discussed, the items
selected were chosen because past studies had demonstrated parents can reliably and validly report about whether the topic was
discussed, the topic is of high value and salience to the parent, and advisor input from leaders in the field of child development
ranked the topic as high priority based on health impact, evidence and need for improvements. Scoring used to calculate the
measure shown in the chart: The chart shows the proportion of children whose parents reported having their needs met on an
the recommended anticipatory guidance and parental education topics asked about the in the survey. For each child, each age-
specific each individual item was recoded to indicate whether the parent had their informational needs about that topic (parent
responded “yes, and my questions were answered” or “No, but I had already had information about that topic or did not need to talk
about it” to the question asking about whether the child’s health care provider talked about or gave information about the topic.).
Then, for each child, a measure was created indicated whether the parent had their needs met on all the topics asked about. Lastly, a
composite measures was created, across all the children whose parents responded to the survey. Goal: The goal for this measure
of care is to have parents’ informational needs met on all recommended topics.

ITEM-SPECIFIC FINDINGS RELATED TO ANTICIPATORY GUIDANCE & PARENTAL EDUCATION (Page 4)

Background: The items asked were based on the Bright Futures recommendations for each visit and are age-specific. Scoring:
The number in parentheses next to each item denotes which visit the item was asked about. The individual AGPE topics are grouped
into 3 topic-based categories: physical care, development and behavior and injury prevention. The responses to the individual times
are listed to the right of the topic: Yes (topic was discussed and questions were answered), NO/OK (No, topic was not discussed, but
[ already had information on it or did not need to talk about it) and NO/WISH (No, but I wished we had talked about the topic OR
Yes, but my questions were not completely answered. The top 3 topics where parents had unmet informational needs (parents
answered “No, but I wished we had talked about that” or “Yes, but my questions were not answered completely”. ), by age group,
are listed at the top of each column.

DEVELOPMENTAL SURVEILLANCE: ASKING PARENTS ABOUT THEIR CONCERNS (Page 5)
Background: Research with health care providers and parents consistently finds that asking about and addressing parent
concerns is one of the most important and valuable aspects of well-child care. Bright Futures recommendations call for health care
providers to specifically ask parents, at every visit, whether they have concerns about their child’s learning, development or
behavior. Studies by Frances Glascoe, PhD found that in order for parental concerns to be validly elicitied to identify potential
delays, that the question must specifically ask about concerns about learning, development, and behavior rather than a general
question about whether they have any questions or concerns they would like to address that day. Scoring used to calculate the
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measure shown in the chart: Parents were asked whether their child’s health care provider asked them if they had specific
concerns about their child’s learning, development or behavior. The chart shows the proportion who responded that they were
asked about their concerns. Goal: The goal for this measure of care is for all children’s parents to be asked about their concerns.

ITEM-SPECIFIC FINDINGS DISPLAYING PARENTAL CONCERNS (Page 5)

Six items, derived from the Parent’s Evaluation of Development Status (PEDS)® were included in the PHDS in order to identity
parents who had concerns about their child. The PEDS® items included asked about parent concerns about (1) child’s learning,
development or behavior, (2) how the child talks and makes speech sounds, (3) how the child understands what the parent says, (4)
how the child uses his or her arms or legs, (5) how the child behaves and (6) how the child gets along with others. The response
options were “Yes”, “A little” and “Not at all”. A parent had concerns if they answered “Yes” or “A Little” to at least one of the 6 items.

FOLLOW-UP FOR AT-RISK CHILDREN (PAGE 6)

Background: Parent concerns can be an indication of their child’s risk for developmental, behavioral or social delays. The survey
included 6 items adapted from the PEDS® to determine a if a child’s is “at risk” for developmental delays. The PEDS® uses an age-
and concern-specific scoring algorithm to identify this group of children. Children were considered “At-Risk” if their parents
indicated one or more concerns on items predictive of developmental delay for that age. The indicators vary by age. The parent
was also asked about potential follow-up steps that should be taken for “at risk” children such as referral, additional
testing, or noting a specific concern that should be watched and potential follow-up visits that should be scheduled.
Scoring used to calculate the measure shown in the chart: The chart shows the proportion of “at risk” children who received
some level of follow-up care. Children were identified as having received some level of follow-up care if the parent said “yes” to any
of the follow-up step asked about. Goal: The goal for this measure of care is for all “At-Risk” children to receive some level of follow-

up.

ITEM-SPECIFIC FINDINGS RELATED TO FOLLOW-UP STEPS TAKEN (Page 6)
Additional items were asked about follow-up steps that may have been taken for children who were identified as “At-Risk”. For the
follow-up items, the percentages shown are the proportion of “At-Risk” children whose parents responded “yes” to the item.

ASSESSMENT OF THE FAMILY (Page 7)

Background: Parental well-being and the home environment are major determinants of the health and well-being of young
children. National guidelines recommend that pediatric clinicians routinely assess for the well-being of parents and safety within
the family. Parents were asked if their child’s health care provider asked about family risk factors. The family risk-factors asked
about were age-specific. Between 4 and 7 items were included in this section in the age-specific versions of the survey. See the
item-level findings below for the specific risk factors asked about at each of the visit. Scoring used to calculate the measure
shown in the chart: The chart shows the proportion of children whose parents reported being asked about at least one the topics
asked about for that specific well-visit. Goal: The goal for this measure of care is for children’s parents to be screened for 1 or more
family risk factors.

ITEM-SPECIFIC FINDINGS RELATED TO ASSESSMENT OF THE FAMILY (Page 7)
For the item-specific finding related to assessment of the family, the percentages shown are the proportion who responded “yes” to
the item (response scale was yes, no, but I wish we talked about that or no, but I did not need or want to talk about that).

The following are items asked about with the visit(s) listed in parentheses for which the item was asked:

. I fa parent ever feels depressed, sad or has crying spells (6)

° If the parent has someone to turn to for emotional support (4, 18)

. Changes or stressors in the home (4,6,24)

° Balance taking care of themselves while being a parent (6,9, 12,15)

. If parent’s partner has hit, kicked , shoved or physically hurt them or their child (9)
Firearms in the home (9,12,18,24)

If parent makes time for other relationships (12,15)

If parent sets a positive example by always using a seatbelt (15,18,24)

If anyone in the household drinks alcohol or uses other drugs (18)

For the items about the parental psychosocial well-being (symptoms of depression), the percentages shown are the proportion who
responded that they have felt depressed for one or more days in the past week (response scale was 1,2,3,4,5,6 or 7 days) AND said
“yes” to felt sad, blue, lost pleasure in things they really care about for 2 or more weeks in the past year.

¥ CAHMI

Healt

11

Copyright © CAHMI - Child and Adolescent Health Measurement Initiative

Final Report for MCHB, HRSA R40 MC08959 03-00 | Appendices - Page B12




APPENDIX C: Overview of the Plan My Child's Well Visit Tool (PCW): One-page Overview and Sllde-Set
"with Examples of EHR integration

The Plan My Child’s Well-Visit Online Tool

The Child and Adolescent Health Measurement Initiative
(CAHMI) developed the online Plan My Child’s Well-Visit
(PCW) tool to improve the quality of well-child care
services. The tool asks parents standardized questions
about what is recommended to be addressed in the well
visit based on Bright Futures Recommendations. The tool
is designed to help prioritize time spent with pediatric

providers to focus on addressing the topics that are most
important to the family.

The PCW was implemented in a pediatric practice with 12
pediatricians beginning in 2010. Evaluation results suggest
that the tool is feasible to implement and that it helps to
improve the provision of anticipatory guidance and family
assessment.

Areas Assessed:

Plan My Child's Well-Visit

Welcome!

GETSTATICH B2
Sl e () e sy

Key Features:

Child’s health (e.g. developmental e Customized guides to providers inserted
surveillance) into the EMR to support clinical decision
Parental risk factors (e.g. parental making based on screening results and
depression). parent priorities.

Parent’s priorities for anticipatory guidance ¢ Tailored educational materials based on
and parental education for the child’s next the parent’s interests during the online
well-child visit session

e Customized Visit Guide for the parent

based on

How it Works:

their responses

1

During week prior to well-child visit:

=
) Parents complete the online Plan My 2) Parents print a customized copy of
Child’s Well Visit (PCW) tool, designed “What to Discuss at your Child’s
to give individualized, tailored information Visit: a Personalized Guide” to
based on parents’ answers to: review and bring to well child visit.

+ Current concerns about child

+Anticip§tory guidance and parental 3 The parent’s words from the PCW are
education needs ) entered directly into the EMR, with

+Brief assessment of child’s

development decisi )

ecision-making related to

+Assessment of family risk factors 9

educational materials that respond to

priorities and interests identified during
the online session.

“flags” programmed to support clinical 4) Parent and pediatric provider

A A : developmental screening, family risk prioritize topics for
Parents can link to & print out tailored assessment, and educational needs. discussion.

During well-child visit:

Well child

2. EE visit
By N

use results of the PCW to

..-.'~

Contact Information:

q’ C AH M | For additional information about the PCW, please contact the
CAHMI at (503) 494-1930, pcw@cahmi.org, or find us at

The Child & Adolescent Health www.cahmi.org.
Measurement Initiative WWw.canmi.org

This study (project) is funded by grant (cooperative agreement), R40 MC08959 03-00, through the U.S. Department of
Health and Human Services, Health Resources and Services Administration, Maternal and Child Health Research

Program.
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Your Child's 3 Year Well-Visit

Your Name: Your relationship to the child:
Share with me one thing that your child is able to do that you are excited about:

Are there any specific concerns you want to discuss today?[ ] Yes [ ] No

Have there been any major changes in your family lately? [ JNone [ ]Move [ ]JobChange [ | Separation [ | Divorce
[] Death in the family [ ] Other? Describe:
Do you have easy access to a computer? [ ] Yes [ ] No

GENERAL HEALTH INFORMATION

Since your last visit, has your child had any major illnesses and/or hospitalizations?

No Unsure

=
wv

Has your child ever had a bad reaction to a vaccine (temp > 104, inconsolable crying > 3 hours)?

Have any of your child’s relatives developed new medical problems since the last visit?

Do you have concerns about how your child hears?

Do you have concerns about how your child speaks?

Do your child’s eyes appear unusual or seem to cross, drift, or be lazy?

Does your child live in more than one home? (e.g. divorced parents)

Does your child watch TV or play computer or video games for more than 1-2 hours per day?

ojgooooom o
ogooooom o
Ogooooom o

Do any adults who are around your child smoke? (includes inside or outside the house)

Do you have a dentist for your child? [ ] No [] Yes [ ] Unsure

Do you brush your child’s teeth every day? [ ] No [ ] Yes [ ] Unsure

Who takes care of your child most days of the week?

[7] child’s Mother [] Child’s Father [ | Other Relative (e.g. grandmother) [] Nanny [ ] Day-care [ | Other:
In general, how well do you feel you are coping with the day-to-day demands of parenthood?

[ Not well at all  [] Not very well  [] Somewhat well [_] Well [] Very well

PICK YOUR PRIORITIES: UP TO THREE

Your Child & Your Family Encouraging Language Development Your Child’s Safety

[] Importance of family time & eating meals together [] Importance of singing songs to your child [] Preventing injuries indoors & outdoors
D Ways to guide & discipline your child [] Importance of using simple words, asking simple [] Installing a car seat correctly/when to use a
[] Your child’s moods & emotions questions & repeating what your child saying booster seat

o Wavs to read to vour child to promote language [] Supervising your child near all streets/driveways-
[ sibling rivalry 0 de\)lelopmen " Y P suag never crossing the street alone
[] Balancing work and family Playing With Peers [] Importance of your child wearing a helmet

Alternative/natural care therapies or products you . . .
U may use with your child P P 4 [[] Behaviors to expect in the next few months [ Preventing falls from stairs, windows & other
dangerous places

i i ivi How your child gets along with others
Promoting Physical Activity O . X ¢ X ¢ . [] Gun safety at home & other places
] Importance of physical activity for your child [[] Playtime with other children for your child other
] Importance of outside family activities [ Fun games to play with your child O

[ Television - how much TV is ok [] Issues related to preschool

Please check each task your child is able to do right now. Cognitive/Communicative

Gross Motor Fine Motor Social/Emotional [[] Name 4 pictures (such as cat, dog, ball)
[] Throw a ball overhand [[] Stack 6 blocks to build a tower ~ [_] Name a friend [[] Brush teeth with help
[ Balance on each foot for 1 second [[] Use a turning motion with his/her  [] Pretend play such as “playing house”. [[] Name 1 color
[[] Jump forward, both feet leaving hand, i.e. turning a doorknob [ Help take care of him/herself by [] Know 2 adjectives (a word that describes a person,
the floor at the same time [ Imitate (draw) a vertical line feeding & dressing place or thing such as “pretty” or “happy”)
[[] stack 8 blocks to build a tower [] Speech is understandable more than half of the time

Final Report for MCHB, HRSA R40 MC08959 03-00 | Appendices - Page D1



FOR OFFICE USE ONLY

Three Year Well Child Check

Concerns:
PMH: FamHx:
Drug Allergies: Medicines:

Need fluoride:

Soc Hx:

PE:
Skin: Mouth: GU:
Head/AF: Neck: Extremities:
Eyes/Align/RR: Heart: Hips:
Ears: Lungs: Spine:
Nose: Abdomen: Neuro:

Abnormal Findings:

Assessment: Well Child Check Normal Growth/Development
Other:

Vaccine questions answered/VIS given

Physician: | have reviewed the information.

Signature

Date

8/07 JCD

Final Report for MCHB, HRSA R40 MC08959 03-00 | Appendices - Page D2



Your Child's 3 Year Well-Visit

At Today’s Visit On: Number of Vaccines: Given For:
Your Child Received The Following Tests: [ ] Diphtheria, Tetanus, Pertussis (DTaP) [ ] Measles, Mumps, Rubella (MMR)
] [ ] Haemophilus influenza type B (Hib) [ ] Meningococcal
L] [ ] Hepatitis A (HepA) [ ] Pneumoccocal (PCV)
[] [ ] Hepatitis B (HepB) [ ] Rotavirus
Results will be available by: [] Inactivated polio virus (IPV) [ ] Varicella
[ ] Influenza [ ] other
INFORMATION PROVIDED AND INSTRUCTIONS

Handouts Provided Additional Information/Resources Parents-Your Notes:
[] Healthy Minds ] Go to: www. N o< for
[] Impact of Media information about each of the priority
[ ] Mealtime |t:0|p1:5. A l ceel

If you have questions, please fee
[]Other free to call INEEEG—at

|

Plan & Instructions

YOUR GROWING & DEVELOPING CHILD

[ ] Based on your responses, looks great!
[ ] Let’s keep an eye on:

Make a special effort to focus on the learning activities in the sheet(s) provided for:
[ ] Gross Motor [_] Fine Motor [ ] Problem Solving [] Personal-Social [ ] Communication

[ ] Your child should have a visit with:
[ ] Education Service District (ESD)/Early Intervention (El)-Contact: N REREE

Make Appt Within: [ ] Weeks[ ] Months

Final Report for MCHB, HRSA R40 MC08959 03-00 | Appendices - Page D3
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Appendix F: Reach Challenge Press
4 Release for Well Visit Planner Mobile
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AcademyHealth Advancing Research, Policy and Practice

AcademyHealth and Health 2.0 Announce the Winner of the Relevant
Evidence to Advance Care and Health (REACH) Challenge

For Immediate Release: Kristin Rosengren
January 31, 2012 202-689-9067
kristin.rosengren@academyhealth.org

WASHINGTON, D.C.—January 31, 2012—AcademyHealth today announced that an experimental application to track
patients’ care experiences in real time is the winner of the Relevant Evidence to Advance Care and Health (REACH)
Developer Challenge. An international team of researchers including Deirdre McCaughey, Dominique LaRochelle, Aamer
Ghaffer, Tejal Raichura, Shantanu Dholakia, Latoya Tatum, and Ashley Kimmel won first place with their project, Real-time
Care Experience Feedback Using QR Codes. The competition was part of the Health 2.0 Developer Challenge program and
included a cash prize in addition to opportunities to work directly with AcademyHeailth to further develop, vet and
disseminate the winning product.

AcademyHealth, a nonprofit health policy and research organization, launched the REACH Challenge to foster collaboration
between the research and developer communities, and to produce innovative applications that provide access to
evidence-based information to support more meaningful engagement and real-time decision-making.

“The powerful combination of technology, social media, and data enable whole new ways of conceiving and conducting
research,” said AcademyHealth President and CEO, Dr. Lisa Simpson. “We launched the REACH Challenge to highlight the
interdisciplinary nature of health services research, to encourage interactions between researchers and nontraditional
partners, and to get people thinking about the many ways this kind of work might improve health and health care.”

Submitted projects ranged from applications to help patients engage more fully in their care, to platforms that helped support
caregivers and clinicians. The winning submission, Real-time Care Experience Feedback Using QR Codes, looked at
ways that patients could provide feedback using their mobile phones at the point of care. Runners up included the Child &
Adolescent Health Measurement Initiative’s Well Visit Planner Mobile App, mobile data application to help parents plan
and navigate their child’s well visits, and Aggregated Self-Experiments, a platform that helps patients develop
user-generated self-experiments and online information.

Al three teams will receive travel support to AcademyHealth's 2012 Annual Research Meeting (ARM) in Orlando, Florida to
showcase their submissions. In addition, the winning team will be awarded $5,000 plus travel support to attend a private
meeting where they will have an opportunity to workshop their application with health policy thought leaders in conjunction
with the AcademyHealth National Health Policy Conference (NHPC).

More Information:

e Winner: Real-time Care Experience Feedback Using QR Codes: http://mhealthcoach.com
/RealTimeFeedbackLight.jpg; Deirdre McCaughey can be reached at dxmé68@psu.edu

e Runner Up: Well Visit Planner — A demo of the Well Visit Planner online tool is available at:
http://www.youtube.com/watch?v=KQMtCoFcWIA. Please contact pcw@cahmi.org for
more information.

e Runner Up: Aggregated Personal Experiments, a C3N platform from MIT Media Lab, Lybba,
and Cincinnati Children's Hospital Medical Center, that helps patients develop user-generated
self-experiments: http://www.personalexperiments.org/

More information about AcademyHealth’s resources, initiatives and projects can be found at
http://lwww.academyhealth.org. You can learn more about the Health 2.0 Developer Challenge at
http://www.health2challenge.org.

About the Health 2.0 Developer Challenge: The Health 2.0 Developer Challenge was launched on June 2, 2010, with support
from the Department of Health and Human Services (HHS). The goal of these challenges is to bring the Health 2.0
Community together for rapid application development, both online and in physical code-a-thons. For more see
www.health2challenge.org.

About Health 2.0: Health 2.0 -- The conference. The media network. The Innovation community. The Health 2.0 Conference
is the leading showcase of cutting-edge technologies in health care, including Online Communities, Search and lightweight
Tools for consumers to manage their health and connect to providers online. The Health 2.0 Developer Challenge is a series
of prize competitions promoting health technology innovation. Health 2.0 also has its own media channels, Health 2.0 News
and Health 2.0 TV; its own market intelligence service, Health 2.0 Advisors; and also sponsors the Health 2.0 Accelerator
industry consortium. Health 2.0 was founded by Indu Subaiya & Matthew Holt in 2007 and is now a community of hundreds
of organizations and thousands of innovators. For more information, see www.health2con.com.

About AcademyHealth: AcademyHealth is a leading national organization serving the fields of health services and policy
research and the professionals who produce and use this important work. Together with its members, AcademyHealth offers
programs and services that support the development and use of rigorous, relevant, and timely evidence to increase the
quality, accessibility, and value of health care, to reduce disparities, and to improve health. A trusted broker of information,
AcademyHealth brings stakeholders together to address the current and future needs of an evolving health system, inform
health policy, and translate evidence into action. Website: www.academyhealth.org; Twitter: @academyhealth and
@NHPC

i

AcademyHealth
1150 17th Street NW, Suite 600, Washington DC 20036
T: 202.292.6700 | F: 202.292.6800

1 ofl 2/17/2012 4:03 PM
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5. PHDS Individual and Composite Measure Scoring Procedures and
Calculation Algorithm (Question S.14)



Step 5: Construct Quality Measures and Analytic Variables

Four steps are involved in constructing the PHDS-PLUS quality measures and evaluating
these measures for various subgroups of children using your PHDS-PLUS survey and
administrative data based analytic variables:

5.1
5.2
5.3
5.4

Calculate core PHDS-PLUS quality measures
Calculate core PHDS-PLUS analytic variables
Calculate any alternative versions of the quality measures

Evaluate quality measurement results for subgroups of children

Guidelines for each of these steps are provided below.

E STEP 5.1: Calculate Core PHDS-PLUS Quality Measures

=I "WHAT IS THE PURPOSE OF THIS STEP?

The purpose of this step is to develop both child-level and group-level scores for each
of the core PHDS-PLUS quality measures that were outlined in Step 1 of this manual
and summarized in greater detail in Table 5.1.

In this step you will:

¥ Learn about the core PHDS-PLUS quality measures

¥1 Recode child level PHDS-PLUS survey responses

¥] Calculate child and group level quality measure scores

¥l Specify and assign “good care” cut-points to each measure
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P sUIDELINES AND ISSUES TO CONSIDER

Learn about the PHDS-PLUS Quality Measures

Table 5.1 describes each of the nine core PHDS-PLUS quality measures. Each measure
is derived using anywhere from two to 18 PHDS-PLUS survey responses. The nine core
measures are:

1.

N o u s

Anticipatory guidance and parental education provided by doctors or other health
care providers

Provision of written or other types of health information to parents on caring for
their child, preventing injuries, and ensuring optimal development

Assessment of parent concerns about child learning, development, and behavior
and provision of specific information for parents with concerns

Follow-up for children at risk for developmental, behavioral, or social delays
Assessment of the well-being of parents and safety within the family
Assessment of smoking, alcohol, and drug use in the home

Coordination of care for children requiring multiple types of health care services
or seeing more than one health care provider

Provision of family-centered care that respects, listens to, and partners with
parents

Helpfulness of care provided to parents
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Table 5.1: PHDS-PLUS items included in each quality measurement topic

for
Developmental
Delays

7:Question #5)*, whether some type of appropriate
follow-up health care occurred. Follow-up items include
testing of child’s learning development and behavior,
referral to specialist, whether a doctor or other health

PHDS-PLUS # of
Quality Measure Topics Included in Quality Measure Survey Items
Items’
. Anticipatory All respondents (Items 3a-h): Assesses whether a core
Guidance and subset of AAP-recommended anticipatory guidance topics
Parental are discussed, including child’s growth and development,
Education from behaviors to expect, physically caring for the child, reading
Doctor or Other | and playing with child and helping child grow and learn,
Health Care making house and car safe and preventing child from injury,
Providers issues related to child care and the Special Supplemental
Nutrition Program for Women, Infants, and Children (WIC).
Age Specific Items:
3—9 Months: Assesses whether age-specific anticipatory Section 6: 3— 15
guidance topics are discussed, including breastfeeding, 9 Month Old
issues related to food and feeding, sleeping positions and Section- 1-15
sleep area, night waking and fussing, child’s responses and | (Gal-Gal5ai)
communication, how to avoid burns.
10-18 Months: Assesses whether age-specific anticipatory | Section 6.
guidance topics are discussed, including nutrition, bedtime 10-18 Month 18
routines, preventing bottle mouth, child’s communication, Old Section-
child’s independence, guidance and discipline techniques, 15 (Gb1-
what to do if child swallows poisons, and parent education Gal8ai)
about toilet training.
19-48 Months: Assesses whether age-specific anticipatory | Section 6.
guidance topics are discussed, including nutrition and eating | 19—48 Month 15
habits, bedtime routines, child’s social interactions and Old Section--
communication skills, child’s independence, guidance and (Gc1-Gclbai)
limit setting, what to do if child swallows poisons and other
safety issues, and toilet training.
Health Assesses whether information provided outside/inside the Section 11:
Information doctor or other health provider’s office (mail, in clinic 1-3 (H1-H3) 3
pamphlets, videos, etc.) on the following: safety tips, health
care utilization tips, developmental information.
. Ask About and Assesses whether providers routinely ask parents about Section 6: 6, 2
Address their concerns about their child’s learning, development, and | 7a (D16,
Parental behavior and if parents who have concerns received specific | D17A)
Concerns information addressing their concerns (Items in Section
7: Questions #5 and #7) used to determine whether
parents have concerns.
. Follow-Up for For children who are determined to be at risk for Section 8: 1
Children at Risk | developmental, social, or behavioral delays (Items Section | (D184-D18D) 4

! Ttems listed are based on Appendix 1. Items in parentheses are based on the Appendix 3.
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provider noted a concern that should be watched carefully.

5. Assessment of Assesses whether health care providers talk with parent Section 10:
Well-Being of about their own well-being and safety within the family, 3-5 (AF1I-
Parent(s) and including depression, emotional support, and whether there | AF5)
Safety Within are firearms in the home.
the Family

6. Assessment of Assesses whether health care providers talk with parent Section 10:
Smoking and about smoking, alcohol, and drug use in the family. 1-2 (AF1-
Substance Use AF2)
in the Family

7. Care Assesses whether children requiring more than one type of | Section 2: 4a
Coordination health care service received needed help coordinating care. | (A7)

8. Family-Centered | Parent reports that child’s health care provider delivers care | Section 9
Care in a family-centered manner, including respect, (FCI-FCb6)

understanding specific needs of child and concerns of
parent, building confidence in the parent, explaining things
in way the parent can understand, and showing respect for
a family’s values, customs, and how they prefer to raise

their child.
9. Helpfulness of Parent report of how helpful all information from child’s Section 12
Care Provided health care providers was in specific areas of parenting. (E1-E9

*See Table 5.4 for information on determining if a child is at high or moderate risk for developmental,
behavioral, or social delays.

Recode child level PHDS-PLUS survey responses

Recoding Step 1: Map Items to Quality Measures

Map the items to each of the corresponding quality measures, as shown in Table
5.2. The question numbers correspond to the core survey, which is included in
Appendix 1. If you added questions and renumbered the survey, the question
numbers in your survey may differ.

Recoding Step 2: Create New Items: Recode Response Options Used to Score Quality
Measures

Prior to creating scores for the quality measures, create new items in order to
assign a quantitative value to survey item response options (e.g., “yes” vs. “*no”).
Recode the response options for each survey item used in a quality measure so
that the values fall between 0 and 100, where zero indicates quality health care
was not received and 100 indicates quality health care was received. Be sure not
to recode the original items in the data set. Rather, you should create new items
in case you make a mistake. Use the following Table 5.2 as a guide to rescore
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each of the items. Missing responses are NOT given a valid score and are NOT
included in the calculation of the quality measure.

Important Note: There are two versions shown for how to score the anticipatory
guidance and parental education (AGPE) quality measure presented in Table 5.2.

e Version A is the average proportion of topics that parents reported was
discussed. This measure answers the question of how many recommended
AGPE topics, on average, are discussed, regardless of whether parent
questions were answered.

e Version B uses a scoring algorithm that weights each response option
according to whether the parents’ informational needs about that topic were
met. The item only receives full credit if a topic was discussed and the
parent’s questions were answered. This version measures the degree to
which parents’ informational needs were met on the anticipatory guidance
items.

The version you decide to use should be based on your research questions and
goals for the study. You might even want to create both versions and compare the
results.
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Table 5.2: Recoding of Response Options for Quality Measures Survey Items

PHDS-PLUS Recoding of
Quality Measure Survey Original Response Options Response
Items Options
1. Anticipatory Guidance and Section 6: 3—
Parental Education from Doctor | 9 Month Old
or Other Health Care Providers Section- 1-15
Version A: Average proportion of | (Gal-Galsai) | 1=VYes, the topic was discussed
topics parents report were Section 6: 100
discussed 10-18 Month | 2=No, the topic was not discussed
Old Section- o
15 (Gb1-
Gal8ai)
Section 6:
1948 Month
O/d Section--
(Gel-Getsa) |
Version B: Average proportion of | Same as 1=Yes, the topic was discussed 100
topics parents report were (a) above | L
discussed or (b) not discussed 2=No, the topic was not discussed
nor did the parent wish to Follow-up question asked of those for which the
discuss with their child’s health topic was not discussed.
care provider 1=Yes, I wish the topic had been 0
discussed
2=No, I did not wish the topic 100
had been discussed
2. Health Information Section 11:
13 (H1-H3) 1 =Yes 100
Section 8: 1
(D18A-D18D) | 2 = No 0

3. Ask About and Address Parental | Section 6: 6, | For those parents who respond "not at all” to all
Concerns 7a (D16, items in question #5, Section 7 (D5-D15) AND “no”
D17A) to question #7, Section 7 (D17)
Score Question #6, Section 7 (D16)
1 =Yes 100
2=No 0
For those parents who respond ‘a little” or "a lot” to
one or more items in question #5, Section 7 (D5-
Score Question #7a, Section 7 (D17A)
1 =Yes 100
2=No (V]
4. Follow-Up for Children at Risk Section 8: 1 1 = Yes 100
for Developmental Delays (D18A-D18D) 2 = No 0
5. Assessment of Well-Being of Section 10: 3 00
Parent(s) and Safety Within the | 3-5 (4F1- 1=Yes 1
Family AF5) 2 = No 0
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6. Assessment of Smoking and Section 10: 1 = Yes 100
Substance Use in the Family 2—57‘(AF1- 2= No 0
7. Care Coordination Section 2: 4a | 1 = Yes 100
(A7) 2 =No 0
8. Family-Centered Care Section 9 1 = Never 0
(FCI-FCE) 2 = Sometimes 0
3 = Usually 100
4 = Always 100
9. Helpfulness of Care Provided Section 12 1 = Very helpful 100
(E1-£4) 2 = Helpful 75
3 = Somewhat helpful 25
4 = Not at all helpful (1}
5 = We did not discuss Missing

Recoding Step 3: Parents Who Answered Minimum Number of Items for Each Quality
Measure

Parents must have answered at least half of the items that are included in the
quality measure to have a score calculated for that measure. If a parent answered
less than half of the items in that measure, their score is considered to be missing.

For Quality Measure 7: Helpfulness of Care Provided, parents are instructed to rate
how helpful the counseling or discussion for a specific topic was only if the parent
and doctor talked about the topic. If a doctor or health care provider did not talk
with the parents about learning to protect the child from injury, the parent could not
validly report how helpful the counseling was. Thus, a parent had to report having
talked with the doctor about at least two of the four counseling topics included in
the “Helpfulness” Quality Measure to receive a valid score.

The last column in Table 5.2 lists the total nhumber of items to be answered per
quality measure. For this purpose, sub-items (lettered items within the same item
number) are counted as an individual item. If a measure has an odd number of
items, round up.

Create Scores for Each Quality Measure

Once you have finished recoding steps 1-3, you are ready to calculate a score for
each quality measure for each child included in the study. A total of three different
scoring methods is used to calculate the quality measures. The scoring methods
used for each of the quality measures are described in Table 5.3 below, followed by
examples so you can see exactly how the measure is calculated.
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Table 5.3: Algorithms for Creating Quality Measure Scores

Minimum #
of Items
Quality Measure Parents How Quality Measure Is Calculated
Must
Answer
1. Anticipatory Guidance and
Parental Education from
Doctor or Other Health Care
Providers
Version A: Average 3-9 mos: 7 | Average proportion of “yes, item was
proportion of topics 10-18 discussed” responses.
parents report were mos: 8
discussed 1948
________________________________________________ mos: 7 e
Version B: Average Same as | Average proportion of “yes, item was
proportion of parents above discussed” or “no, item was not discussed and
indicating that all topics parent noted they did not wish it had been
were (a) discussed or (b) discussed” responses.
they already had
information on topics that
were not discussed.
2. Health Information 2 Average proportion of “yes” responses.
3. Ask About and Address 2 Proportion of parents who are asked about
Parental Concerns their concerns and/or who receive specific
information to address their concerns.
4. Follow-Up for Children at Risk 2 Risk-specific scoring. Proportion of parents
for Developmental Delays whose children received follow-up care
addressing child’s risk for developmental,
behavioral delays.
Moderate Risk: Parent said yes at least once
to any of follow-up questions (24a-€).
High Risk: Parent said yes to both 24c
and 24e OR said yes to any of
the following: 24a, 24b, or 24d
5. Assessment of Well-Being of 2 Average proportion of “yes” responses.
Parent(s) and Safety Within
the Family
6. Assessment of Smoking and 2 Average proportion of “yes” responses.
Substance Use in the Family

7. Care Coordination 1 Proportion of parents who report help in
coordinating care among these different
providers or services.

8. Family-Centered Care 3 Average proportion of “always” or “usually”
responses across all of the items in the
measure.

9. Helpfulness of Care Provided 2 Mean score across all recoded items for a

score between 0-100.

*See below for algorithm to determine if child is at high, moderate, low, or no risk for developmental,
behavioral, or social delays.
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Scoring algorithm for child’s risk of developmental, behavioral, or social

delays

Identifying children at risk: Questions 15—17 are derived from the Parents Evaluation of
Developmental Status (PEDS) tool. Specific concerns that parents have about their
children at specific ages can be an indication of a child’s risk for
developmental/behavioral delays. Children whose parents have one or more “indicator”
concerns (parent said “yes” or “a little”) are identified as being at risk. Overall, the
PEDS has an age- and concern-specific scoring algorithm. The following table describes
the scoring algorithm used to identify children as high, moderate, low, and no risk of
developmental/behavioral delays. The scoring algorithm is specific to three age-groups:
3-17.99 months, 18-35.99 months, and 36—48 months.

Children whose parents have noted concerns for only one indicator item are at
moderate risk for delays. Children whose parents note two or more concerns to
indicators items are at high risk for delays.

Table 5.4: Risk Category

Age of . . Moderate Low No
Child A S Risk Risk Risk
3-17.99 | Parent noted “a Parent noted “a Parent noted “a Parent noted “not
mos. lot” or “a little” lot” or “a little” lot” or “a little” at all concerned”
concern to two or | concern to one of | concern to one or | to all PEDS items
more of the the following: more of the
following items: > 15a-b following:
> 15a » 17a with any » 15c
> 15b other concerns | » 16a-c
> 17a to any PEDS » 17b-c
item » If parent only
noted a
concern to 17a
18- Parent noted “a Parent noted “a Parent noted “a Parent noted “not
35.99 lot” or “a little” lot” or “a little” lot” or “a little” at all concerned”
mos. concern to two or | concern to one of | concern to one or | to all PEDS items
more of the the following: more of the
following items: » 15a-c following:
> 15a-c > 16a-c
> 17a-c
36-48 Parent noted “a Parent noted “a Parent noted “a Parent noted “not
mos. lot” or “a little” lot” or “a little” lot” or “a little” at all concerned”
concern to two or | concern to one of | concern to one or | to all PEDS items
more of the the following: more of the
following: » 15a-c following:
> 15a-c > 16b > 16a
> 16b > 16c
» 17a-c
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EXAMPLE 5.1: HEALTH INFORMATION QUALITY MEASURE

Here is the scoring for Joel, Anne, and Steve for Quality Measure #2.: Health Information.
This quality measure includes items 14a-d.

Their responses were as follows:

Joel: 14a. Yes 14b. No 14c. Yes 14d. No
Anne: 14a. Yes 14b. Yes 14c. Yes 14d. Missing
Steve: 14a. Yes 14b. Missing 14c. Missing 14d. Missing

Their responses are given the following values:

Joel: 14a. 100 14b. 0 14c. 100 14d. 0

Anne: 14a. 100 14b. 100 14c. 100 14d. No value
Steve: 14a. 100 14b. No value 14c. No value 14d. No value

Therefore, their scores on the Quality Measure are:
Joel: Numerator 100+ 0+ 100+ 0 = 200 = 50
Denominator 4 4

Anne: Numerator 100 + 100 + 100 = 300 = 10
Denominator 3 3

Steve: No score since he did not answer at least two of the four items included in the
quality measure

Notice that Item 14d. was not included in Anne’s score (numerator or denominator) since
her response was missing. Also, a score was not given to Steve since he did not answer
the minimum number of items required.

EXAMPLE 5.2: HELPFULNESS OF CARE PROVIDED
Here is the scoring for Ted’s answers to the items for Quality Measure #7:
Helpfulness of Care Provided. This measure includes items 13a-d.

Responses and corresponding values:
13a. Somewhat helpful 25
13b. Very helpful 100
13c. Not at all helpful 0
13d. Helpful 75

Ted’s score for the Quality Measure is:

Numerator (25 + 100 + 0 + 75) = 50
Denominator 4
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EXAMPLE 5.3: FOR FOLLOW-UP CHILDREN AT RISK OF DEVELOPMENTAL DELAY
Here is the scoring for Jack, Janet, and Chris for Quality Measure #3. Follow-up for Children at
Risk of Developmental Delay. This measure is comprised of items 24a-e and is scored only for
those children who have been identified as being at risk for a developmental delay.

Jack and Janet are both at high risk for developmental delay. Chris and Larry are both at
moderate risk for developmental delay.

Their responses were as follows:

Jack (high risk): 24a. Yes 24b. No 24c. Yes 24d. No 24e. No
Janet (high risk): 24a. No 24b. No 24c. Yes 24d. No 24e. Yes
Chris (mod. risk): 24a. No 24b. No 24c. No 24d. No 24e. Missing
Larry (mod. risk): 24a. Yes 24b. Missing 24c. Missing 24d. Missing 24e. Missing

Therefore, their scores on the quality measure are:

Jack: 100 (answered "yes” to at least one of the necessary items)

Janet: 100 (answered "yes” to both 24c and 24e)

Chris: 0 (did not answer "yes” to any of the items)

Larry: 100 (answered "yes” to at least one item, even though the remaining were missing)
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Create a Group-Level Score for each Quality Measure for the Unit Being
Measured

Once scores are calculated for each individual child on each quality measure, these
individual-level scores need to be combined into a score for the entire unit you are
interested in measuring, such as a health plan, provider, or total population sampled.
This is done by averaging all of the individual scores on a quality measure.

Group-level score = 2 each individual respondents’ quality measure scores
# of individuals with a quality measure score

In other words, the group-level score is an average score for all respondents for whom
a score could be calculated on that measure. Therefore, the denominator for the group-
level score for the quality measure is NOT the total number of respondents; rather, it is
the number of children whose parent answered at least half of the items for that quality
measure.

EXAMPLE 5.4: Group-Level Score

Let’s say that you are scoring Quality Measure #2: Health Information for the Happy
Health Plan, and Charlie, Lynn, Polly, and Sam are the children in the health plan whose
parents have responded to the survey. (Forget about small numbers for the moment.)

The individual quality measure scores for each of the respondents are as follows:

Charlie = 75

Lynn = 100

Polly = 0

Sam = no score (only answered 1 of the 4 items included in the quality measure)

The group-level score for Quality Measure #2 is:

Score=75+ 100+ 0 =175 = 58.33
3 3

Notice that Sam was not included in the calculation (numerator and denominator) since
he did not have an individual score for the quality measure.

All of the group-level scores for each quality measure are calculated in this manner.
Note that most statistical packages can calculate these scores for you automatically.
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Example 5.5: Overall Quality Scores:

Here are examples of scores on each of the eight quality measures for three different
children. Notice how each of the versions of the overall quality scores tells a slightly
different story.

uality Measure Jill Jose Jack

#1 (Version A) 93.3 87.5 68.7
#2 100.0 100.0 75.0
#3* missing 100.0 missing
#4 83.3 100.0 83.3
#5 100.0 100.0 0.0
#6 82.5 92.5 70.0
#7 81.3 62.5 75.0

Overall Quality
Score

Meets the “Average
Across All” Threshold
(mean score of 75+
across all quality
measures)
Meets the “On Every”
Threshold (score of
75+ on every quality
measure)
*Only scored for children who are at risk for a developmental, behavioral, or
social delay

90.1 91.8 62.0

yes no no

Even though the overall mean score for Jose is greater than Jill's score, Jill met the
75-point threshold on ALL of the quality measures, whereas Jose only scored 62.5 on
the “Helpfulness of Care” measure, falling below the 75-point threshold.
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* STEP 5.2: Calculate core PHDS-PLUS analytic variables

1! WHAT IS THE PURPOSE OF THIS STEP?

In this step you will:

¥1 Calculate the analytic variables you have decided to use in reports of
your PHDS-PLUS findings based on Step 2.4, 2.5, and 3.2.

Your analytic variables are constructed using three sources of data:

1. Survey responses from items included in the core survey that are not used in the
quality measures. These items are included to provide additional information about
children and families included in the PHDS-PLUS sample and include topics on:
e Utilization of the health care system (e.g., emergency room, doctor’s office,
and hospital visits)
e Doctors asking about and addressing parents’ concerns
e Whether the child has had one person whom parents consider a personal
doctor or nurse
e Socio-demographic characteristics of child and parent

2. _Administrative Data: These are the data collected when pulling the sampling frame
for the entire sample.
For example:
e Whether the child has had a Health Plan Employer Data and Information Set
(HEDIS)—defined well-visit
e Type of program in which child is enrolled (FFS, managed care)
e Continuous enrollment

3. Supplemental Items: These are additional survey items you may have decided to
include in the PHDS-PLUS during Step 2.4. As with the analytic items from the care
survey, these items provide additional information about the children in the sample
and their parent(s).

For example:
e Children with Special Health Care Needs Screener
e Screener for maternal depression
e Impact of care on parental confidence as parent
e Financial barriers to care
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These data can be used to provide descriptive information about the sample on their
own, and they also can be used to stratify the results of quality measures using cross-
tabulations. Cross-tabulations often can present the results in a way that is easier to
understand and can make the results more actionable for quality improvement because
they highlight the quality of care findings for specific groups.

B STEP 5.3: Calculate any alternative versions of the quality
measures

3/ WHAT IS THE PURPOSE OF THIS STEP?
In this step you will:

4 Consider other options for scoring PHDS Quality Measures
¥1 Calculate alternative measures

3/ GUIDELINES AND ISSUES TO CONSIDER

It is often helpful to look at information from different angles and perspectives to gain a
more complete, multidimensional picture. The 0—100 quality measure scores discussed
in this section are only one way to assess your PHDS-PLUS results. There are a variety
of options for scoring and combining the quality measures on the PHDS-PLUS. Think
about your research questions and which of the scoring methods outlined here best
answer those questions and will make a compelling story. Be creative when
approaching your scoring. While we have provided recommendations here, there is no
“one-size-fits-all” method when it comes to scoring data.

Additional ways to consider scoring the PHDS-PLUS measures include:

1. Threshold Measures: Proportion of children above and below a specific
“threshold” score

2. “All or Nothing” Measures: Proportion who received all or none of
recommended care

3. Negative Indicator Measures: Proportion of children who did NOT receive
recommended care

4. Overall Composite Quality Measures: Proportion of children who received a
threshold level of care across more than one quality measure
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1. Threshold Measures: Proportion of children above and below a specific “threshold”
score

Once you have created the mean scores for each of the quality measures, it may be
helpful to identify those who received a threshold level of care. The threshold scoring
method creates a binomial measure using the mean-based measure scores and
assesses how many people received a certain level of an aspect of care.
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Table 5.5 below provides some options for creating threshold measures.

Table 5.5: Threshold Scores for Each Quality Measure

Quality Measure

Threshold Score for Quality Measure-
Used for Determining that Sufficient
Level of Quality of Care was Received

Anticipatory Guidance and
Parental Education

Version A: Average
proportion of topics parents
report were discussed

Parent responded yes to discussions of about 80% or more of
the topics.
Quality measure value: 80.0

Version B: Average
proportion of parents

indlicating that all topics were

(a) discussed or (b) they
already had information on

Parent responded, “Yes, item was discussed” or “No, item was
not discussed” and "I did not wish the topic was discussed” to all
topics

Quality measure value: 100.0

topics that were not
discussed
2. Health Information Parent responded “Yes,"” they had seen or heard information
about all of the items.
Quality measure value: 100.0
3. Ask About and Address

Parental Concerns

n/a (This measure is already a proportion measure)

4. Follow-Up for Children at
Risk for Developmental n/a* (This measure is already a proportion measure)
Delays
5. Assessment of Well-Being | Parent responded “Yes” to being asked about at least 2 of the 3

of Parent(s) and Safety
Within the Family

of the family assessment items.
Quality measure value: 66.7

Assessment of Smoking
and Drug Use in the
Family

Parent responded “Yes” to both items about smoking and
substance use in the home.
Quality measure value: 100.0

7. Care Coordination n/a (This measure is already a proportion measure)

8. Family-Centered Care Parent responded “Usually” or “Always” across all of the items.
Quality measure value: 100.0

9. Helpfulness of Care Parent responded, on average, that the care received from their

Provided

child’s health care provider was “Helpful” or “Very helpful” across
all of the items.
Quality measure value: 75.0

Though these thresholds are recommended by CAHMI based on their experiences with
the measures, you may want to experiment with adjusting the thresholds to various
levels depending on how you hope to use the data and your expectation about what
care can and should be received. For example, you may want to raise the threshold bar
once everyone becomes accustomed to the measurement process and has sufficient
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time to implement a quality improvement strategy. Be sure to adjust your interpretation
of each threshold score when doing so.

2. “All or Nothing” Measures: Proportion who received all or none of recommended
care

A second possibility for scoring your quality measures is to see how many children and
their parents are receiving all aspects of anticipatory guidance and counseling, reported

their care as being usually or always helpful, or that the care was usually or always
provided in a family-centered manner. These measures provide information on how
consistent and comprehensive the care is that young children receive. Table 5.6 below
lists examples for constructing “all or nothing” PHDS-PLUS quality measures.

Table 5.6: All or Nothing Threshold Scores for Quality Measures

Quality Measure

Threshold Score for Quality Measure-
Used for Determining that a Sufficient Level of Quality of
Care was Received

Anticipatory Guidance and
Parental Education

Version A: Average
proportion of parents
reporting that "yves” the
topics were discussed

Parent responded “Yes” to discussing all of the topics for a given
age group.

Version B: The degree to
which parents noted that
their informational needs
were met

Parent responded, “Yes, item was discussed and questions were
answered” or “No, item was not discussed but I already had
information about this topic” to all topics for a given age group.

2. Health Information Parent responded “Yes,” they had seen or heard information
about all of the items.
3. Ask About and Address
Parental Concerns n/a
4. Follow-Up for Children at
Risk for Developmental n/a
Delays
5. Assessment of Well-Being | Parent responded “Yes” to discussing all of the family assessment

of Parent(s) and Safety
Within the Family

items.

Assessment of Smoking
and Drug Use in the
Family

Parent responded “Yes” to both items about smoking and
substance use in the home.

~

Care Coordination

n/a

Family-Centered Care

Parent responded “Usually” or “Always” to all of the items asking
about family-centered care.

Helpfulness of Care
Provided

Parent responded that the care received from their child’s health
care provider was “Helpful” or “Very helpful” on all of the items.
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3. Negative Indicator Measures: Proportion of children who did NOT receiving
recommended care

The measures described in Step 5.1 tell you whether children receive recommended
care. You can also create measures that highlight care that children did not consistently
receive. For this scoring method, instead of looking at who did get care, you are looking
at who did not get care. This approach provides information for doctors and health care
providers on missed opportunities to provide aspects of recommended care.

For example, instead of reporting that 39.2% of parents indicated that their child’s
doctor or health care provider discussed all topics included in the Anticipatory Guidance
and Parental Education quality measure, you could report that 60.8% of parents
indicated that their child’s doctor or health care provider did not discuss one or more of
the anticipatory guidance topics with them. You use the same score, but report it in a
different way.

Example 5.5: Positive and Negative Indicators Using the PHDS Quality Measures:

Measure Positive Indicator Negative Indicator

Anticipatory Guidance and % of parents responding % of parents responding
Parental Education “yes, items were “no, item was not
discussed” to all items discussed” to one or
more of the items

Follow-Up for Children at Risk % of parents responding % of parents responding
for Developmental Delays “yes” to at least one of  “no” to all of the items
the items

Family-Centered Care % of parents responding % of parents responding
“usually or always” to all “never” or “sometimes”
items to at least one item

4. Overall Composite Quality Measures: Proportion of children who received a
threshold level of care across more than one quality measure

You may find it useful to combine the information from two or more quality measures
into composite quality measures. Such composite measures provide a signal of whether
children usually or always received all aspects of recommended care included in the
composite measure. As with the individual quality measures, several methods can be
used to create composite measures, depending on the message you are trying to
convey.

1. Overall Quality Threshold Measure: As with the threshold measures for the

individual quality measures, an overall threshold composite measure provides an
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easily interpretable outcome of whether the child received the recommended
care across each quality measure. There are two primary ways to calculate the
Overall Quality Threshold Score:

a. Overall “Average Across All” Threshold Score:
To create this measure, children are categorized into two groups
according to whether they have (1) an overall mean score of 75 points or
above across all quality measures, or (2) an overall mean score below 75
across all measures. This measure indicates the proportion of children
who meet the 75-point threshold and, on average, “usually” or “always”
received all aspects of recommended care.

b. Overall *On Each” Threshold Score:
To create this measure, children are categorized into two groups
according to whether they have (1) an overall mean score of 75 points or
above on each quality measure or (2) an overall mean score below 75 on
one or more quality measures. This measure indicates the proportion of
children who meet the 75-point threshold on each measure. This scoring
method indicates whether a child “usually or always” received all aspects
of recommended care.

2. Overall Negative Indicator Score: Both of the threshold scores listed above could
be presented as the percent of children who received all aspects of
recommended care less often than “usually” or “always.” Basically, this would be
the children who either had a score of less than 75 points for the Overall “Across
All” Threshold Score or scored below the threshold on one or more of the Quality
Measures for the Overall “Within Each” Threshold Score.

For instance, if 69.0% of children met the 75-point threshold for the Overall
“Across All” Threshold Score, then 31.0% of children fell below the threshold,
indicating that, on average, they received recommended care less often than
“usually” or “always.” When making a point about the quality of care experienced
it is sometimes helpful to highlight the negative rather than the positive, to
emphasize a point.
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* Step 5.4: Evaluate quality measurement results for subgroups of
children

The core PHDS-PLUS also includes additional topic areas that are extremely useful for
analyses. Following is a list of the topic areas and the subtopics included within each.
See Appendix 1 and Appendix 3 for specific survey questions relevant to each topic.

1. Health Care Utilization

Emergency room visits

Doctor office/clinic visits

Overnight hospital visits

Whether child has personal doctor or nurse

These items provide useful information about where a child has been for care. At a
minimum, basic frequencies should be run for these items as well as stratified by
demographic characteristics. In previous research, having a personal doctor or nurse
has been linked with a higher quality of care and is one important way to examine
the results.

2. Assessment of Child’s Health
e Risk of developmental, behavioral, or social delays
e Asking about and addressing parents’ concerns
e Developmental assessment by doctor

As discussed previously, the Parent Evaluation of Developmental Status (PEDS), is
included in the PHDS-PLUS and assesses a child’s risk for developmental problems.
While this measure is used to create a valid denominator for the Quality Measure #3
Follow-Up for Children at Risk, it is also a useful lens through which to examine the
various quality measures. Children at high or moderate risk tend to score lower on
several of the measures. These data also may be very useful in conducting analyses
with other supplemental data.
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Example 5.6: Recommended Cross-Tabulations
(items from core survey)
e Percent of concerned parents who were asked about their
concerns
Percent of concerned parents who were given specific
information by their child’s health care providers to address

those concerns
Quality measures by:
Whether child has a personal doctor or nurse
By age group
By gender of child
By educational level of parent
Whether child is first-born child in household

3. Demographic information about parent and child
e Information about child
o Gender
Race/ethnicity
First-born child
Age

O O O

e Information about parent/family
o Gender

o Age

o Number of children in household

o Relationship to child

o Education

All results can be stratified by basic demographic information. Demographic

information can be important in quality improvement reports. Providers can use the

information to evaluate their own behavior and detect differences in care between

various demographic groups. However, the level of detail may be overwhelming in

consumer reports. You may choose only to highlight striking results in a consumer

report.

Analyses Using Administrative Data

Administrative data are used to determine which children are eligible to be included
in the study. If you recall from Step 3: Prepare for Survey Administration, age and
continuous enrollment status are usually required to be part of the sample. Other
data are often included in the original sampling file as well. When developing your
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analysis plan, determine which administrative variables you would like to keep and
use for analytic purposes.

While utilization of health care, that is, having had a well-visit, is not a requirement
for sampling, you may find it helpful to examine differences in scores based on
types of well-visits children had in the past year. For example, one state Medicaid
program examined differences in the prevalence of parents having discussed the
anticipatory guidance topics with their child’s health care provider by type of well-
visit, including Early and Periodic Screening, Diagnostic, and Treatment (EPSDT)
well-visits and any other type of well-visit.

Use these variables to stratify the Quality Measure results to gain insight into the
process measures of well care that you may be currently calculating. You may also
want to examine these variables against some of the other analytic topics measured
in PHDS-PLUS.

Supplemental Items
Thus far, the suggestions for additional analyses have concentrated on areas that
are measured using the core PHDS-PLUS survey. However, there are several
additional topics included in the supplemental item section of the survey that may
be of interest to you or your organization. Two topic areas in particular have
generated a great deal of interest: (1) identifying children with special health care
needs and (2) a screener to identify parents at risk for depression. Both of these
areas can be used to examine the Quality Measures and additional areas in greater
depth.

1. Identifying Children with Special Health Care Needs
CAHMI has developed a screener to identify children and adults with special health
care needs. This screener operationalizes the federal Maternal and Child Health
Bureau'’s definition of special health care needs using a consequences-based
approach. This approach is not condition-specific as with other approaches and
identifies children across the range and diversity of chronic conditions and special
needs. This allows a more comprehensive assessment of health care system
performance than is attainable by focusing on a single diagnosis or type of special
need. In addition, the relatively low prevalence of chronic conditions and special
needs among children often makes it problematic to find adequate numbers of very
young children with specific diagnoses or types of special heeds. In many cases, an
approach that is not specific to a given condition makes it possible to identify
enough children to enable statistically robust quality comparisons across the health
care system and/or providers. For more information on the screener, please refer to
the Children With Special Health Care Needs Screener User’s Manual published by
CAHMI. (www.cahmi.org)

2. Screening for Risk of Parental Depression
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Parents at risk for depression are:
e less likely to report receiving care
e more likely to take a child to the emergency room

Iﬂ Additional Tips and Resources

Statistical Analyses

When comparing performance or scoring among different groups, statistical
analyses are required to test and see if the differences are meaningful and real.
However, the statistical test that is used will depend on the type of data you are
testing. It is beyond the scope of this manual to be a statistical primer, therefore we
suggest that when you compile your team you identify someone to be the lead
person for these analyses. As an introduction to those analyses, the following table
lists three of the most common statistical tests used in the analyses described in this
section. Your vendor may also be able to provide these services.

Table 5.7: Typical Statistical Tests Run in Quality Health Care Reporting

Type of Comparison

Statistical Test

Example Research
Question

1. Differences in mean
scores between two
groups

T-test

Do parents who are at risk for
depression have a lower mean
score on the Quality Measure of
Helpfulness of Care than
parents who are not at risk for
depression?

2. Differences in mean
scores between three or
more groups

Analysis of Variance
(ANOVA)

Are there differences in the
mean scores for the Quality
Measure of Assessment of Well-
Being for Parent(s) and Safety
Within the Family by
racial/ethnic groups (e.g.,
white, African American,
Hispanic, other)

3. Differences in binomial
scores for two or more
groups (e.g., cross-
tabulations of threshold
scores)

Chi-square (3°)

Are parents of children with
special health care needs more
likely to meet the threshold for
having discussed the
anticipatory guidance topics
than parents of children without
special health care needs?
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6. PHDS Implementation Guidelines
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¥ |nTRODUCTION

Well-child care is the heart of health care for young children.

e The American Academy of Pediatrics recommends that children have 10 well-

child visits in the first three years of life.!

e Front-line health care providers report that a cornerstone of their partnerships with
their patients is the discussions they have during well-child visits.?

e Parents view the well-child visit as an important time to have their child's growth
and development assessed, to ask questions and address their concerns, and to

receive advice and guidance.?

e Health systems affect the settings and providers of well-child care. Health systems
also provide parents of young children with a wealth of information. Parents of
young children are important health care consumers and invaluable members of a

health system.”

Recent national and regional studies find that
recommended preventive and developmental services are
not routinely provided and that parents have unmet
informational needs.”

The question for you then is: What is the quality of
preventive and developmental services in your health
system?

The Promoting Healthy Development Survey (PHDS) is a
survey for parents of young children (3 years old and
younger) that assesses whether recommended preventive
and developmental services are provided, and the degree to
which parents' informational needs are met.® The PHDS
also collects baseline descriptive information about the
child, parent, and family that is useful for targeting
improvement efforts. Since 1997, the Child and
Adolescent Health Measurement Initiative (CAHMI) has
developed, tested, and implemented the PHDS. The PHDS
has been used at the national, state, health plan, practice,
and provider-level. To date, more than 45,000 surveys
have been collected by 10 Medicaid agencies, four health
plans, 38 pediatric practices, and nationally through the
National Survey of Early Childhood Health (NSECH).

Evidence of the Quality Chasm in
Developmental Services

<<= Nineof 10youngchildrenhave
one or more unmet developmental
service need.

@<= Six of 10 young children's
parents did NOT get needed
guidance and information on
promoting their child's health and
development.

@@ Half of young children with
significant risks to their
development did NOT receive
follow-up.

@<= Half of young children's
parents are NOT asked about
smoking, alcohol, and drug use in
the home.

@<w Lessthan halfof children
whose parents have symptoms
of depression were screened for
depression by their child's
provider.

Source: Data from the National

Survey of Earl Childhood Health

and the CAHMI Promoting Healthy




Components of the PHDS are also included in the National
Survey of Children’s Health.

Appendix 1 provides a summary of the PHDS and why health
systems should use this tool.
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Step 1: Learn About the PHDS

Step 1 contains an overview of the PHDS: what it measures, how it was developed, and
how it has been used, as well as a list of PHDS resources. This section of the manual is
useful for people who want a high-level overview of the PHDS and a sense of what
implementation involves.

Step 1 answers eight common questions about the PHDS:

1.1: What is the PHDS?

1.2: How does the PHDS compare with currently used quality measures?

1.3: How has the PHDS been used by health systems?

1.4: How has the PHDS been used for practice-level assessment?

1.5: How does the PHDS complement and enhance improvement and measurement
activities?

1.6: How was the PHDS developed?
1.7 What is required to implement the PHDS?

1.8 What PHDS tools and resources are available?



- i
@@ Step 1.1: What is the PHDS?

The Promoting Healthy Development Survey is a parent survey that assesses whether young
children age 0-3 (under 48 months of age) receive nationally recommended preventive and
developmental services.

This survey-based tool captures information about the provision of preventive and
developmental services recommended by the American Academy of Pediatrics and the Maternal
and Child Health Bureau's Bright Futures. Specifically, the survey assesses recommendations
provided in the context of discussions between parents and their children's pediatric clinicians.
The PHDS also collects descriptive information about child health, parent health, and family
behaviors.

The PHDS was designed to measure these communication-dependent aspects of care because
studies have shown that medical chart reviews and claims or billing data do not reliably or
validly measure clinical recommendations that providers discuss with their patients. A second
goal of the PHDS is not only to assess whether recommended care was provided, but also to
measure the degree to which the parent have their informational needs met and whether the care
provided is family-centered. Again, these important characteristics of a high-quality health
system are best measured by asking the parent(s) directly.

This manual provides the implementation guidelines for administration of the PHDS by mail.
There are two versions of the PHDS that can be administered by mail:

e The full-length PHDS (Appendix 3)
e The reduced-item version of the PHDS, named the Pro-PHDS. There are three age-
specific versions of the ProPHDS (Appendices 4-6).

The PHDS tools are summarized in the "Fast Facts" table that follows.
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Table 1.1 Promoting Healthy Development Survey (PHDS) Fast Facts

Overview of
the PHDS

The Promoting Healthy Development Survey (PHDS) assesses whether young children age
0-3 receive nationally recommended preventive and developmental services. The full-
length PHDS takes approximately 15-18 minutes to complete and the reduced-item PHDS
takes approximately 5 minutes to complete. The PHDS includes additional items related to
the child's health, parents' health, and family behaviors. An additional version of the PHDS
for telephone administration (PHDS-PLUS). To date, over 45,000 surveys have been
collected by 10 Medicaid agencies, four health plans, 38 pediatric practices, and nationally
through the National Survey of Early Childhood Health. Components of the PHDS have
also been included in the National Survey of Children’s Health.

Quality of Care
Topics
Assessed in the
PHDS

The PHDS collects data on 10 health care quality topics related to clinical and patient-
centered care preventive and developmental services for young children:

Appropriate Clinical Care

1. Anticipatory guidance and parental education provided by doctors or other health
care providers.

2. Assessment of parental concerns about their child's learning, development, and

behavior.

Provision of specific information to address parental concerns.

Follow-up for children at risk for developmental, behavioral, or social delays.

5. Administration of a standardized, parent-completed developmental and behavioral

screening tool.

Assessment of psychosocial issues in the family.

Assessment of smoking, substance abuse and safety in the family.

8. Coordination of care for children requiring multiple types of health care services or
seeing more than one health care provider. (Items not included in the ProPHDS.)

> w

~No

Patient-Centered Care

9. Provision of family-centered care that respects and partners with parents.
10. Helpfulness of care provided to parents. (Items included in the PHDS only.)
11. Effect of care provided on parental confidence. (Items included in the PHDS only.)

Health Information
12. Provision of written or other types of health information to parents on caring for
their child, preventing injuries, and ensuring optimal development. (Items included
in the PHDS only.)
13. Provision of information about resources in the community for parents.

Minimum Comprehensive-Care Composite — "Got All Care Measure™

14. Provision of comprehensive care, meaning patients were provided a minimum
threshold of care for the components of care listed above.
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Table 1.1 PHDS Fast Facts (Continued)

Additional
Information
Collected by
the PHDS

The PHDS also gathers information useful for quality improvement and community
assessment:

1. Child health and descriptive characteristics (risk for developmental, behavioral or
social delays, special health care need, overall health status, premature birth, birth
order).

2. Parental health and socio-demographic characteristics (risk for depression,
problems paying for child's basic health and medical needs, relationship to child,
education level, marital status).

3. Parenting behaviors (breastfeeding, reading, screen time, actions parents take to
protect their child from injury).

4. Child's health care utilization (number of regular or routine care visits, ER visits).

5. Access issues (problems getting necessary care, use of health care).
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1.2: How does the PHDS compare with currently used quality
measures?

The PHDS assesses the quality of recommended preventive and developmental care that children
receive. Given that the PHDS is anchored to national recommendations about well-child care, it
focuses on topics of national interest and compliments existing quality measures on access to
well-child care.

How does the PHDS relate to national quality measurement frameworks?

The National Healthcare Quality Report has a useful framework for identifying components of
health care quality that is a combination of the Consumer Information Framework (CIF) and the
Institute of Medicine priority areas for improving health care quality.

The PHDS focuses on recommended preventive and developmental care, so the quality measures
derived from the PHDS are within the Staying Healthy domain of the CIF. The PHDS quality
measures focus on clinical recommendations and whether parents have their informational needs
met (effectiveness), access to care (timeliness), and family-centered care (patient centeredness).
In Figure 1.1 we have noted the components of the Quality Report Framework that the PHDS
quality measures address.

Figure 1.1: Components of the National Healthcare Quality Report Framework
Addressed by the PHDS Quality Measures

L7
;f ; /\‘ Agency for Healthcare Research and Quality
% f‘g Quality Research for Quality Healthcare
s
%ﬂvnu
National Healthcare Quality Report Framework
Components of Health Care Quality
Health care needs Effectiveness Safety Timeliness Patient centeredness

Staying healthy X* X* X*

Getting better

Living with illness
or disability

End of life care

= Equity Is a component of health care quality that applies to all cells in the matrix
+ Resource generation Is another component discussed in the National Healthcare Report
= The first NHOR is due to Congress in 2003,

A=A S GRS —cmrs/ #D

* Selected PHDS measures address this component of the framework.



How does the PHDS compare with commonly used quality measures?

The PHDS compliments information obtained from commonly used quality measures but is also
quantitatively unique in the aspects of care it measures. The points below compare the PHDS
with commonly used measures related to preventive care for young children.

Health Plan Employer Data and Information Set (HEDIS®) Measures by the National
Committee for Quality Assurance (NCQA)

HEDIS® Well-Child Visit Measures (15 months, 3 year)

These measures provide valuable information about whether children are accessing well-
child visits.

The PHDS is only administered to children who have had one or more HEDIS® defined
well-child visits (See Step 2 for detailed information).

Therefore, the HEDIS® well-child visit measure tells you whether kids are coming in for
well-child visits, while the PHDS tells you about the quality of preventive and
developmental care children receive during the well-child visit(s).

HEDIS® Immunization Measure

This measure tells you whether children are up-to-date on their immunizations.

The PHDS does not assess whether immunizations are provided.

It should be noted that past users of the PHDS have not observed that practices with the
highest immunization rates are necessarily the practices with the highest PHDS quality
measures. Again, it is important to remember that the PHDS measures recommendations
that are provided in the context of discussions and/or parent-completed assessments given
by the child's health care provider. Therefore, one should not assume that by measuring
immunizations that they are measuring all of the preventive care recommendations.
Therefore, the HEDIS® immunization measure and the PHDS provide different
information about preventive care recommendations for young children.

HEDIS® Access to Primary Care Provider Measures

This measure tells you whether children are able to access their primary care provider.
The PHDS includes information about the degree to which the parent reports problems
accessing care. It is important to remember that the PHDS is only sent to children who
have accessed the health system for a well-child visit. (See Step 2 for detailed
information.) Secondly, the PHDS asks the parent to report whether their child has a
personal doctor or nurse who knows their child's health and history well. Therefore, the
HEDIS® Access to Primary Care Provider measure and the PHDS provide different,
complementary information.



Satisfaction and/or Experience of Care Surveys

Many systems use the Consumer Assessment of Healthcare Providers and Systems
(CAHPS®©), the CAHPS for Children with Chronic Conditions (CAHPS-CCC), or other
surveys that measure the patient's satisfaction with and experience of care.

The PHDS is not a satisfaction survey. The primary purpose of the PHDS is to measure
whether clinically recommended preventive and developmental services are provided.
However, a small set of items in the PHDS are similar to these surveys, specifically the
items related to access to care, care coordination, and family-centered care. The items
that identify children with special health care needs (CSHCN) in the CAHPS-CCC were
developed by the CAHMI team and are included in the PHDS.

A recent study comparing data from the PHDS and a satisfaction and experience of care
survey used by a health plan found less than a 45 percent agreement between the
providers and/or offices that scored the highest on the PHDS quality measures and those
that scored the highest on a satisfaction measure.

Medical Chart Reviews

Some health systems review the content of the medical chart to determine whether
recommended care is provided.

The PHDS was designed to measure recommended aspects of care for which the parent,
not the medical chart, is the most valid and reliable source of information. Specifically,
the PHDS was designed to measure communication-dependent aspects of care (i.e., what
the provider discussed with the parent). Another goal of the PHDS is to assess the degree
to which parents have their informational needs met and whether the care provided is
family-centered. These important characteristics of a high quality health system are best
measured by asking the parent directly.

The medical chart is the best source of data for measuring items that are consistently
documented in the chart and for which the parent is not the most valid reporter of (e.g.,
lead screening, immunizations, diagnoses, referral). The PHDS, on the other hand, is the
best source of data for measuring discussions the parent can validly report on and for
gathering information about the degree to which the care provided met the parent’s needs
and was provided in a family-centered manner. An enhanced value of the PHDS is that it
can capture information about the child, parent, and family behaviors.



1.3:

How has the PHDS been used by health systems?

Since 1997, CAHMI has developed, tested, and implemented the PHDS. The PHDS has been
used at the national, state, health plan, practice, and provider-level. To date, more than 45,000
surveys have been collected by 10 Medicaid agencies, four health plans, 38 pediatric practices,
and nationally through the National Survey of Early Childhood Health (NSECH). Components
of the PHDS are also in the National Survey of Children's Health.

The primary reason the PHDS has been used by health systems is to address the following goals:

1.

Quality Measurement and Improvement

Assess performance.

Compare performance across different plans, offices/medical groups, pediatric providers,
or service areas.

Learn about differences in quality within and across many groups of children.

Fulfill quality measurement and improvement project requirements by Medicaid.

Program and Policy Planning and Evaluation

Identify unmet needs of parents across aspects of care and specific care topics.
Target quality improvement efforts.

Assess whether quality improvement efforts have resulted in improved performance
based on the parent's perspective.

Stimulate partnerships and coordinate efforts to improve care.

Determine health risks and health care service needs of children and their families.
Compare policies for organizing and paying for health care services for children.

Educate and Empower Families, Providers, and Other Partners

Inform and activate providers, families, health care leaders, and others as partners.

Future applications of the PHDS by health systems may focus on:

Recognize providers who have shown a commitment to measure and improve care for
young children.

Implement pay-for-performance (P4P).

Demonstrate to purchasers and consumers a commitment to being a child-friendly health
plan focused on aspects of care that are highly valued by parents of young children.
Serve as a pre-visit assessment tool that can identify specific child and parent health
needs that should be addressed in well-child visit.

Appendix 1 provides an overview of the reasons health systems should use the PHDS. This
overview could help you describe the PHDS to various stakeholders in your system. Table 1.2
provides specific examples of how the PHDS has been used in the field.
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Table 1.2: Examples of PHDS Applications in the Field

Medicaid Ten Medicaid agencies have used the PHDS tools. These include Florida, Louisiana, Maine,
Massachusetts*, Minnesota, Mississippi, North Carolina, Ohio, Vermont, and Washington. For
example:

e Washington Medicaid used the PHDS-PLUS to complement their Early and Periodic
Screening, Diagnostic and Treatment (EPSDT) measures. It compared differences in the
prevalence of parents of young children being counseled on various topics by type of
well-visit (EPSDT well-visit rates, chart review, or any type of well-visit).

e Maine Medicaid used the PHDS-PLUS to evaluate the quality of care provided by health
care providers enrolled in the Primary Care Case Management (PCCM) program.
Findings were inserted into the PCCM newsletter and were used to inform quality
improvement priorities for PCCM providers. Secondly, Maine Medicaid used the PHDS-
PLUS to evaluate their chart-based encounter forms to guide health care providers and
guide future improvement efforts.

o Vermont Medicaid used the PHDS-PLUS and ProPHDS as part of their External Quality
Review work focused on measuring and improving preventive and developmental
services for young children. Medicaid allowed the Vermont Department of Children with
Special Health Care Needs to further analyze the PHDS-PLUS-by special health care
need status to evaluate the need for targeted outreach efforts.

* Massachusetts used items from the PHDS-PLUS in their survey.

Health Plans Four health plans have used the PHDS to collect baseline information to guide quality
improvement efforts. For example:

e Three health plans (Kaiser Permanente-Oakland, Alliance, and United) used the PHDS
for baseline measurement.

o Kaiser Permanente Northwest (KPNW) collaborated with their pediatric providers to
implement the PHDS to collect baseline information and to identify system-level
strategies for improvement care.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Table 1.2: Examples of PHDS Applications in the Field (Continued)

Providers

Thirty-eight pediatric offices have used the PHDS to gather baseline information and/or to
evaluate their improvement efforts. For example:

Two pediatric practices in North Carolina used the ProPHDS to guide an improvement
effort focused on developmental services.

Pediatric health care providers in Vermont implemented the reduced-item PHDS in their
pediatric practices to inform their quality improvement efforts. Analyses were conducted
at the medical group-, office-, and provider-level.

The Healthy Development Collaborative used the ProPHDS to collect baseline
information and to assess whether the improvement efforts resulted in parent-perceived
increases in the level and quality of care provided. The Healthy Development
Collaborative was a Commonwealth Fund—supported initiative designed to help primary
care practices in Vermont and North Carolina engage families in a partnership to

promote positive developmental outcomes for the families' children through the
development of improved office systems.

The pediatrics department of Northwest Permanente Medical Group led the
implementation of the PHDS in Kaiser Permanente Northwest. Ten office-level reports
and 56 provider-level reports were disseminated within the pediatrics department. The
department used the findings to identify improvement strategies focused on: (1)
addressing topics for which parents have unmet information needs; (2) incorporating
standardized developmental screening; and (3) enhancing parental depression screening
in pediatric offices.

Consumers

The PHDS findings can be reported to consumers (parents of young children in this

case).

A pilot study was conducted in pediatric practices in Vermont to develop and test
feedback templates to parents displaying the findings from the PHDS tools.
Overall, the templates were very well received and parents expressed high
interest in receiving this type of information.
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Example 1.1: Implementation of the PHDS in Kaiser Permanente Northwest

Kaiser Permanente Northwest (KPNW) implemented the PHDS to assess health care quality and
identify improvement opportunities across the health plan within pediatric offices and across
pediatric providers.

This was a collaborative effort between the pediatrics department and the health plan.

The sampling allowed for office- and provider-level analysis so that individualized
reports could be disseminated.

Assessment of the pediatric office systems and the standardized templates providers use
in their electronic health records were conducted in order to identify system-level factors
associated with higher quality.

Strategic meetings were held with senior staff in the health plan that addressed quality
measurement, quality improvement, information technology (including the electronic
health record) and member education and Web site services to ensure that the PHDS
findings would be used to guide system improvements.

Based on the PHDS findings three primary "change concepts,” or improvement strategies were
identified:

Change Concept: Enhance and focus parent education and activation materials on areas
where PHDS shows parent needs are least likely to be met.

Change Concept: Prompt providers to focus on areas where parent needs are not met
using EPIC.

Change Concept: Advance the pre-visit use of parent-completed standardized
developmental screening tools and parental depression screening tools, and report
findings to pediatric providers for use during the child's well-visit.

The providers who scored the highest on the PHDS quality measures related to the three change
concepts noted above were identified as "champions" and leaders for the improvement efforts.
Working groups of key stakeholders with a role in implementing the change concept were then
identified.
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1.4: How has the PHDS been used for practice-level assessment?

Since 2001, CAHMI has focused on the validation and implementation of the PHDS for
practice-level assessment.

What is a "'practice-level™ assessment?

The goal of practice-level assessment is to examine the quality of care by (1) specific health
care providers or (2) by the place (e.g., office) where care was received.

Practice-level assessments of care may include analysis of the following:

e Anindividual health care provider.

e The office where care is received. One health care provider or multiple health care
providers can be located in an office.

e The medical group responsible for the child's health care. This examines care across two
or more individual offices comprising one medical group.

How can the PHDS be used for ""practice-level™ assessment?
There are two primary ways that the PHDS can be used for practice-level assessment:

1. Practice-level sampling and analysis of PHDS data.
2. In-office administration of the PHDS.

Because this manual is about implementing the PHDS via a mail mode of administration, it
addresses the first application.

E® Step 2 provides detailed information about how practice-level sampling is conducted.

E® Step 5 provides detailed information for how the PHDS can be analyzed at the
practice-level.

E® Step 6 provides detailed information for reporting the practice-level findings to front-
line health care providers.

Tools and resources for how to administer the PHDS in pediatric offices are listed in Step 1.9
and Appendix 2.
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How has the PHDS been used for practice-level assessment?

Many health systems or providers implementing the PHDS have used it for practice-level
assessment. Given that a primary goal for the PHDS is to motivate and guide improvements,
users have found that analyzing the data at the level where care is provided is most valuable.
Secondly, most providers find information that is specific to their patients more useful than
information summarizing quality-of-care findings across an entire health system. Below is a
brief description of how the PHDS has been used for practice-level assessments.

Table 1.3: Examples of How the PHDS Has Been Used for Practice-Level Assessment

Practice-Level Three Medicaid agencies have administered the PHDS by mail or telephone

Analysis of PHDS and then analyzed the PHDS data at a practice-level. For example:

Data: Medicaid

e Maine Medicaid analyzed their PHDS-PLUS by health care providers
enrolled in the Primary Care Case Management (PCCM) program.
Findings were inserted into the PCCM newsletter and were used to
inform quality improvement priorities for PCCM providers. They also
analyzed the quality-of-care findings by the type of health care provider
(e.g., family practice, pediatrician) and tailored improvement methods
accordingly.

e Vermont Medicaid analyzed their PHDS-PLUS data at the practice level
and disseminated practice-level reports. This work was done in
collaboration with the Vermont Child Health Improvement Program
(VCHIP) and CAHMI.

e Washington Medicaid analyzed their PHDS-PLUS data at the practice
level and disseminated practice-level reports as part of an improvement
effort focused on EPSDT services. This work was done in collaboration
with the Oregon Medical Professional Review Organization (OMPRO)
and CAHMI. The practice-level reports incorporated data from the
PHDS-PLUS and quality-of-care data obtained from medical chart
reviews conducted by OMPRO via their External Quality Review

activities.
Practice-Level Kaiser Permanente Northwest collaborated with its pediatrics department to use
Analysis of PHDS the PHDS for office- and provider-level assessments of care.

Data: Health Plans

e 10 office-level reports were disseminated.

e 56 provider-level reports were disseminated.

e Office- and provider-level characteristics were examined for attributes
associated with the provision of higher quality care. The findings were
used to identify improvement opportunities.

e Higher performers for each PHDS measure of care were identified as
champions for the topic-specific improvement teams.
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Table 1.3: How the PHDS Has Been Used for Practice-Level Assessment (Continued)

In-Office
Implementation of
the PHDS

Thirty-eight pediatric offices have implemented the PHDS in their pediatric
offices in order to gather baseline information and/or to evaluate their
improvement efforts. For example:

e Two pediatric practices in North Carolina used the ProPHDS to guide an
improvement effort focused on developmental services.

e Pediatric health care providers in Vermont implemented the reduced-item
PHDS in their pediatric practices to inform their quality improvement
efforts. Analyses were conducted at the medical group-, office-, and
provider-level.

e The Healthy Development Collaborative used the ProPHDS to collect
baseline information and to assess whether the improvement efforts resulted
in parent-perceived increases in the level and quality of care provided.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




1.5 How does the PHDS complement and enhance measurement
and improvement activities?

Leading methodologies in effective quality improvement put performance measurement at the
center of their efforts to inform, shape, and track improvements in care.

Donald Berwick, M.D., president and CEO of the Institute for Healthcare Improvement, asserts
that patients, in this case parents and children, are the most underutilized resource in informing
and ensuring that improvements in health care quality occur.

The PHDS complements and enhances measurement and improvement activities by achieving
the following:

E@ Content focus on aspects of care that matter to the consumer. A key component of
the development of the PHDS was focus groups and interviews with consumers about
what clinically recommended aspects of care matter the most to them. Using the PHDS
helps ensure that measurement and improvement efforts are focused on areas of care that
matter to consumers.

E® An involved consumer. By completing the PHDS, the parent is part of the measurement
process. This provides users with an opportunity to partner with parents not only to
measure quality of care, but also to help improve the care provided. Step 6 provides
examples of how the PHDS findings can be reported back to parents in a way that
informs them about questions and issues they can raise during their child's well-child visit
so that recommended topics are discussed.

As the focus and emphasis on quality measurement and improvement increases, it is valuable to
consider how a consumer-centered approach such as the PHDS can enhance and maximize such

efforts.
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Example 1.2: Potential for the PHDS to Be Used in Maintenance of Provider Certification

The American Board of Pediatrics (ABP) recently enhanced their certification process with a
section on measurement and improvement in the practice. Part IV of the ABP certification
requires providers to report CAHPS or other peer survey data and to demonstrate participation in
quality improvement efforts. The PHDS can enhance and complement providers' efforts related
to Part IV of the certification. Figure 1.2 below highlights opportunities for using the PHDS for
this purpose.

Figure 1.2: Opportunities for Using the PHDS for Maintenance of Provider Certification

Part IV of the
ABP Maintenance and Certification

Part IV Practice Assessment & Improvement

Opportunity: 7% Complete Pediatric CAHPS

Add items .
Opportunity:
From the and Ugcre)theu PIHyDS
PHDS in your as part of the
CAHPS survey Option Aor B

requirements

“«

Option A Option B
Participate in Local, eQIPP or mini
Regional National measurement
Improvement Project
(including attestation
forms) modules

} }

Complete Stand Alone Quality Improvement
Module (Required with both Options)

v

Credit for Part IV MOC
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1.6: How was the PHDS developed?

The PHDS was designed and tested by CAHMI with a peer-reviewed measurement
development process. It was developed to fill important gaps in available methods to
evaluate quality in the many areas of recommended preventive and developmental services
that require parent-reported information as well as program-wide assessments.

The following selection criteria were used to select topics assessed in the PHDS survey:

= Appropriateness for all children in the specific age group.

« Strength of scientific evidence.

= Professional consensus.

= No existing reliable, valid, or efficient way to measure the topic.

= Topic is important to parents (according to cognitive interviews and focus groups).

= The topic can be validly and reliably reported by parents.

= Parsimony (e.g., topic is not already largely represented by another, related topic in
the PHDS).

A rigorous six-stage process was used to develop the PHDS, beginning with focus groups
with families to identify the aspects of health care quality that are important to parents in the
area of preventive care for their children. A review of literature identified through MedLine
and through key interviews was conducted. The materials reviewed included more than a
dozen parent surveys on early childhood development, family-centered care, and other topics,
as well as encounter forms and checklists used by clinicians to help with the provision of
anticipatory guidance and the assessment of young children and their families.

The six stages were:

Stage 1:

Stage 2:

Stage 3:
Stage 4:
Stage 5:

Stage 6:

Develop conceptual framework and investigate the relevance of each measure.

Develop starting point measurement proposal, including initial feasibility
studies.

Develop draft instrument and implementation methodology.
Conduct field-testing.
Revise and refine as necessary.

Develop scientific and technical documentation to support larger scale
implementation and dissemination.
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In the early stages of developing the PHDS, many existing surveys and tools were
reviewed, particularly those designed to evaluate the Healthy Steps project or survey-
based tools, such as Parental Evaluation of Development Status (PEDS). Although many
of the PHDS survey concepts reflect those in existing surveys and tools, nearly all of the
PHDS items were new, due to a lack of available, tested candidate items appropriate for
performance assessment in a self-administered survey.

Three advisory groups within CAHMI—comprised of pediatricians, family practitioners,
consumer representatives, public health experts, and researchers—regularly reviewed and
provided input on the identification of quality measurement topics and the development
of the PHDS.

Special Note About Cognitive Testing and Reading Grade Level:

An important component of the development of the PHDS-PLUS was to ensure that the
survey was written at a low reading-grade and cognitive-ease levels. Computer programs
were used to determine reading-grade level estimates, using algorithms that take into
account the length of the words used, etc. However, a very common word used in a
cognitive interview may be considered easy to read, but may have a high reading-grade
level because its length. The cognitive ease of a survey can be assessed by conducting
formal cognitive interviews with subjects on the survey items.

Reading-grade-level experts, such as Mark Hochauser, Ph.D., recommend conducting a
formal reading grade level assessment with standard computer programs coupled with
cognitive interviews.

In accordance with these recommendations, the CAHMI team conducted the following
steps to ensure that the PHDS is at an appropriate reading-grade level and cognitive level
for parents of Medicaid clients:

1. Formal readability assessments were conducted that indicated that the PHDS is
written at the eight to ninth grade reading level using various reading-grade level
computer programs.

2. In-depth cognitive testing was conducted with 15 families representing a range of
racial, income, and educations groups, as well as different types of health insurance
coverage, age of child, age, and sex of parent, and number of children in family. Parents
were uniformly able to complete the self-administered survey in 10-15 minutes and the
readability of the survey was confirmed.

3. A second round of cognitive testing was conducted in 2001 to ensure that the PHDS-
PLUS survey, when administered over the telephone, was feasible to administer to
parents of children enrolled in Medicaid. The CAHMI team conducted cognitive
interviews with 20 parents of children 3-48 months old who were enrolled in Medicaid.
Five of these interviews were conducted in-person, while the remaining 15 were
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conducted over the telephone to assess the response burden and cognitive ease of the
PHDS-PLUS when using a telephone administration.

For each item, instances where the respondent required clarification or did not
appropriately answer an item were noted. Also, items where the interviewer had
difficulty asking the question without edits to the wording were noted. Survey
modifications were made based on these findings to improve the reliability, validity, and
cognitive ease of the PHDS-PLUS items.

Development of the Reduced-Item PHDS

The reduced-item PHDS (ProPHDS) was developed so that it could be feasibly implemented
in health care provider offices. The manual for implementing the ProPHDS in office settings
is listed in Step 1.8.

The ProPHDS is different from the full-length PHDS in the following ways:

1) Length of the Survey. The in-office PHDS is a reduced-item version of the PHDS.
Research with health care providers demonstrated that for the in-office survey
administration to be feasible, the survey must take no longer than five minutes for parents
to complete.

Three criteria were used to determine which items to include in the reduced-item version
of the survey:

e Preference was given to PHDS items focused on preventive and developmental
care over items related to child health, parenting behaviors, and parent ratings of
the health care provided.

o CAHMI kept a majority of the items within measures of care that health care
providers and parents found to be the most valuable for improving quality of care.

e Preference was given to items for which national data was available or where a
national objective, such as Healthy People 2010, was measured.

Using these criteria, the item-reduction process was informed by the following:

Two focus groups with the health care providers in the participating practices.
Two focus groups with parents whose child receives care in these practices.
Review of national surveys focused on preventive and developmental care for
young children, such as the National Survey of Early Childhood Health.

e Review of key national health objectives.
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2)

The result of this work was the creation of the four-page, reduced-item version of the
PHDS provided in this toolkit. This reduced-item version of the PHDS collects some
descriptive information about parenting behaviors and issues in the family, and captures
information about six PHDS measures of care:

Anticipatory guidance and parental education.*

Family-centered care.*

Ask about and address parental concerns.*

Follow-up for children at risk for developmental/behavioral delays.
Assessment of the family.

* Because research with health care providers and parents demonstrated that these three
measures of care are the most valuable in gathering information for quality
improvement purposes, all items within this measure of care were included in the
reduced-item version of the PHDS.

Age-Specific Surveys. The anticipatory guidance and parental education section has
three age-specific sections to ensure that the questions asked are age appropriate. To
increase the feasibility of administering the PHDS in the office, three distinct age-specific
surveys are recommended as opposed to one survey with age-specific skip patterns
provided for a mail or telephone administration. The three surveys are for the following
age groups:

e 3-9.99 months old

10-18.99 months old
19-47.99 months old
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‘*@ 1.7 What is required to implement the PHDS?

This section offers a summary of the strategic and technical requirements for the successful
use of the PHDS.

Summary of Strategic and Technical PHDS Requirements

—

Determine the primary uses of PHDS Quality Data.

Identify and engage key partners.

3. lIdentify an analyst or data programmer within your organization who can
identify the starting sample for the survey and collect analytic variables
for the starting sample. If you do not have one internally, hire a survey
vendor.

4. Estimate of analyst/programmer time for sample: 10-24 hours. You
ideally want someone with experience sampling for a survey and in
calculating HEDIS measures from enrollment and utilization data.

5. Estimate of costs per completed survey: $8.00-$18.00 per completed
survey. This cost includes a mailing, follow-up post card reminder,
second mailing, and a telephone reminder phone call. It also includes the
data entry.

6. Estimate range of observed response rates for the PHDS: 39 percent to 60

percent.

2

Strategic Requirements. The PHDS requires users to: (1) clearly define how this tool fits into
their overall quality measurement and improvement strategy, and (2) to identify key partners.

1. Priority Application(s). You need to determine the priority application for the PHDS
data. For example, will results be used to (1) assess and compare performance across
providers, (2) compare quality of care across specific subgroups of children, and/or
(3) determine health risks and unmet needs of children living in different geographic
areas
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2. Key Partners. You need to consider who to involve upfront to ensure that
information derived from the PHDS is used to inform, shape, and stimulate
improvements in care. Consider the: (1) quality measurement department, (2) quality
improvement department, (3) health education department, (4) providers responsible for
developmental services, and (5) parents who can be key allies in stimulating
improvements in care.

Technical Requirements. You will need to: (1) obtain or supply sampling and analytic
information to a vendor child/parent contact, and (2) ensure internal or external survey vendor
conducts sampling, administration, and scoring in a high-quality manner.

1. Contact and Eligibility Information. You will need to construct a sampling data set
that includes contact and eligibility information for children who meet criteria to be
included in the PHDS sample (See Step 2). This will include providing: (1) mailing
information, (2) length of continuous enrollment in the health plan, with a provider,
or in a specific office, (3) information about whether the child received a well-visit in
the past year, (4) number of visits in the past year, (5) child's age, and (6) other
variables, such as the provider who is designated as the child's primary care provider.

2. Internal or External Survey Vendor Supervision and Guidance. To get the most
out of the PHDS survey, you will need to ensure that the survey vendor has adequate
guidance and supervision regarding: (1) sampling to ensure sufficient completed
sample sizes for different subgroups of children, (2) administering the survey to
ensure the highest response rate possible, (3) coding and constructing quality scores
and analytic variables based on survey data, and (4) scoring and presenting the data in
different ways.

Requirements for Parents of Young Children. Parents of young children: (1) need to be able
to be contacted, and (2) need to respond to the PHDS.

1. Keep Contact Information Up-To-Date. Updated contact information is ideal.

2. Respond When Contacted. Parents of young children should be encouraged to
respond to surveys to provide feedback and guide improvements aimed at ensuring
their child receives the highest quality of care possible. The PHDS takes about 12-15
minutes to complete and the ProPHDS takes 5 minutes. Response rates have ranged
from 39 percent to 60 percent.
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.
®§ 1.8 What PHDS tools and resources are available?

Appendix 2 provides a detailed list of the PHDS tools and resources available. An abbreviated
summary can be found below.

CAHMI Contact Information:

www.cahmi.org
503-494-1930
cahmi@ohsu.edu

For more information on the development of the PHDS and quality measures included in the
PHDS, review the CAHMI Web site (www.cahmi.org), contact CAHMI or refer to the following
publications:

Bethell C, Reuland C, Schor E. Assessing health system provision of well-child care: The
Promoting Healthy Development Survey. Pediatrics. 2001 May; 107(5):1084-94.

Bethell C, et al. Partnering with Parents to Promote the Healthy Development of Young
Children Enrolled in Medicaid. September 2002. Available at:
http://www.cmwf.org/publications/publications_show.htm?doc_id=221310

Bethell, C, et al, Measuring the quality of preventive and developmental services for
young children: National estimates and patterns of clinicians’ performance. Pediatrics.
2004 Jun;113(6 Suppl):1973-83.

Reuland C, Bethell C. Key Measurement in Screening, Referral, and Follow-Up for Care
for Young Children’s for Children's Social and Emotional.
www.nashp.org/Files/measurement paper for web final 4.7.05.pdf

Blumberg SJ, Halfon N, Olson LM. The National Survey of Early Childhood Health
Pediatrics. 2004 Jun;113(6 Suppl):1899-906. Available at:
www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15173460&query hl=5&itool=pubmed_docsum

Kogan MD et al. Routine assessment of family and community health risks: parent views
and what they receive. Pediatrics. 2004 Jun;113(6 Suppl):1934-43. Erratum in:
Pediatrics. 2005 Sep;116(3):802. Available at:
www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15173464&query_hl=1&itool=pubmed docsum
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http://www.cmwf.org/publications/publications_show.htm?doc_id=221310
http://www.nashp.org/Files/measurement_paper_for_web_final_4.7.05.pdf
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173460&amp;query_hl=5&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173460&amp;query_hl=5&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173460&amp;query_hl=5&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173464&amp;query_hl=1&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173464&amp;query_hl=1&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15173464&amp;query_hl=1&amp;itool=pubmed_docsum

Halfon N et al. Assessing development in the pediatric office.

Pediatrics. 2004 Jun;113(6 Suppl):1926-33. Available at:
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=Abstr
actPlus&list_uids=15173463&query_hl=4&itool=pubmed_docsum

Zuckerman B et. al. Prevalence and correlates of high-quality basic pediatric preventive
care. Pediatrics. 2004 Dec;114(6):1522-9. Available at:
www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15574610&query hl=5&itool=pubmed_docsum

For more information about the Promoting Healthy Development Tools and
Implementation Guidelines, visit the CAHMI Web site (www.cahmi.org) for the following
documents:

Promoting Healthy Development Survey Toolkit

In-Office Administration of the Reduced-ltem Promoting Healthy Development Survey
(ProPHDS) Manual

Promoting Healthy Development Survey-PLUS (PHDS-PLUS) Implementation
Guidelines

Measure of Standardized Developmental and Behavioral Screening: Users Tip Sheet

In addition, there are number of reports and presentations highlighting how the PHDS has been
used and key findings. A listing of these resources can be found in Appendix A.

For more information on national guidelines and recommendations measures by the PHDS
visit the following Web sites:

Federal Maternal and Child Health Bureau’s Bright Futures
www.brightfutures.org/bf2/about.html

Green M, ed. Bright Futures: Guidelines for Health Supervision of Infants, Children and
Adolescents. Arlington, VA: National Center for Education in Maternal and Child Health;
1994,

Important Note: The Bright Futures recommendations are currently being revised by the
American Academy of Pediatrics. For information about the update recommendations,
please review the following resource: http://brightfutures.aap.org

American Academy of Pediatrics Health Supervision Guidelines
Www.aap.org

American Academy of Pediatrics. Guidelines for health supervision Il1. Chicago, IL:
American Academy of Pediatrics; 1997.
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http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15574610&amp;query_hl=5&amp;itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&amp;cmd=Retrieve&amp;dopt=AbstractPlus&amp;list_uids=15574610&amp;query_hl=5&amp;itool=pubmed_docsum
http://www.cahmi.org/
http://dch.ohsuhealth.com/index.cfm?cfid=58936&amp;cftoken=84206894&amp;pageid=459&amp;sectionID=133
http://dch.ohsuhealth.com/index.cfm?cfid=58936&amp;cftoken=84206894&amp;pageid=468&amp;sectionID=133
http://dch.ohsuhealth.com/index.cfm?cfid=58936&amp;cftoken=84206894&amp;pageid=468&amp;sectionID=133
http://dch.ohsuhealth.com/index.cfm?cfid=58936&amp;cftoken=84206894&amp;pageid=468&amp;sectionID=133
http://www.ohsudoernbecher.com/pdf/PHDS_manual.pdf
http://www.ohsudoernbecher.com/pdf/PHDS_manual.pdf
http://www.ohsudoernbecher.com/pdf/PHDS_manual.pdf
http://dch.ohsuhealth.com/index.cfm?cfid=3781869&amp;cftoken=44846086&amp;pageid=519&amp;sectionID=133
http://www.brightfutures.org/bf2/about.html
http://brightfutures.aap.org/
http://www.aap.org/

U.S. Preventive Services Task Force
www.ahrg.gov/clinic/uspstfix.htm

U.S. Preventive Services Task Force. Guide to Clinical Preventive Services, 2nd ed.
Washington, DC: Office of Disease Prevention and Health Promotion, U.S. Government
Printing Office, 1996.

For more information about national surveys that have incorporated items from the PHDS
visit the following organizations:

National Survey on Early Childhood Health (NSECH)
www.cdc.gov/nchs/about/major/slaits/nsech.htm

National Survey of Children's Health
www.cdc.gov/nchs/about/major/slaits/nsch.htm

www.nschdata.org/Content/Default.aspx

For more information about improvement efforts focused on preventive and developmental
services, check out the following organizations:

Note: The list below only represents those organizations that the CAHMI has worked
with to consider how the PHDS fits within their models for improvement. It is not a full
listing of quality improvement resources related to preventive and developmental health
care.

Center for Health Care Quality
www.cincinnatichildrens.org/svc/alpha/h/health-policy/

Established at Cincinnati Children's Hospital Medical Center, the center is a resource for
health care providers throughout the world to make the highest-quality care a reality for
children and their families. The Center for Health Care Quality is the result of a merger
of the Center for Children's Healthcare Improvement, formerly based at the University of
North Carolina at Chapel Hill, and the Center for Health Policy and Clinical
Effectiveness (www.cincinnatichildrens.org/svc/alpha/h/health-policy) at Cincinnati
Children's, which not only does improvement work but also conducts research into
interventions that improve health outcomes in the community and the home.

UCLA Center for Healthier Children, Families and Communities (CHCFC)
www.healthychild.ucla.edu/

The center is a multi-disciplinary program in the UCLA School of Medicine, Department
of Pediatrics and the UCLA School of Public Health dedicated to improving society's
ability to provide children with the best opportunities for health and well-being—and the
chance to assume productive roles within families and communities.

Report of Interest: Quality of Preventive Health Care for Young Children: Strategies for
Improvement, Neal Halfon, M.D., M.P.H., Moira Inkelas, Ph.D., M.P.H., Melinda Abrams,
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M.S., and Gregory Stevens, Ph.D., M.H.S., The Commonwealth Fund, May 2005. Available at:

www.cmwf.org/publications/publications show.htm?doc id=275484

Healthy Development Collaborative

A Practical Guide for Improving Child Developmental Services.

www.cmwf.org/tools/tools show.htm?doc id=372065

Healthy Steps Model
www.cmwf.org/general/general show.htm?doc id=246567

www.healthysteps.org

Healthy Steps for Young Children is a national initiative aimed at enhancing the quality
of preventive health care for infants and toddlers. Established with Commonwealth Fund
support, the program emphasizes a close relationship between health care professionals
and parents in addressing the physical, emotional, and intellectual development of
children from birth to age 3.

Help Me Grow
www.cmwf.org/publications/publications show.htm?doc id=379780

Help Me Grow Roundtable: Promoting Development through Child Health Services Supplement
to the Journal of Developmental and Behavioral Pediatrics.

National Initiative for Children’s Health Care Quality
www.nichg.org

The National Initiative for Children's Healthcare Quality (NICHQ) is an education and
research organization dedicated solely to improving the quality of health care provided to
children. Founded in 1999, NICHQ aims to eliminate the gap between what is and what
can be in health care for all children.

Vermont Child Health Improvement Program
www.med.uvm.edu/vchip/HP-DEPT .asp?SiteArealD=513

The Vermont Child Health Improvement Program (VCHIP) is a population-based child
and adolescent health services research and quality improvement program of the
University of Vermont. VCHIP's mission is to optimize the health of Vermont's children
by initiating and supporting measurement-based efforts to enhance private and public
child health practice
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Step 2: Planning for the PHDS Implementation

Step 2 provides the information and guidance you will need to plan your PHDS project. This step
is intended for project managers and vendors who will conduct the sampling and/or survey
administration.

There are four sections in Step 2:

2.1: Clarify where you want to end up

2.2: Plan and confirm the feasibility of your PHDS sampling strategy

2.3: Identify non-survey-based analytic information to collect for the starting sample at the time
of sampling

2.4: Finalize the PHDS survey to be used
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STEP 2.1: Clarify where you want to end up

‘ What is the purpose of this step?
The purpose of this step is to maximize the value of your PHDS project by making sure that you
meet your specific project goals and reporting requirements. It is easy to miss opportunities for
collaboration, data collection, and dissemination of your PHDS findings if time is not spent up
front clarifying where you want to be at the end of the project.
In this step you will:
¥1 Clarify the purpose(s) for collecting PHDS data.
¥] Set overall goals for what you want to accomplish by using the PHDS.
¥ ldentify overall measures you will use to determine if you have achieved your goals.
¥ Clarify internal or external audiences that will evaluate your project's success.
¥ Specify evaluation measures for each "evaluation™ audience.

¥1 Confirm audiences for reporting PHDS results (e.g., providers, families).

¥ Specify key messages for each "reporting™ audience.
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7 Guidelines and Issues to Consider

Be as specific as possible about your PHDS implementation goal(s). As with any project, you
need to set the goal(s) you wish to accomplish. And these goals need to be specific. For example,
administering the PHDS because you want to implement a quality measurement project is not
specific enough.

It is imperative that—at the beginning of the project—you think about the ideal "ending” of the
project.

You need to answer two primary questions:

E® Who will use the results?
E® What do you want them to do with the results?

E® Who do you want to use the results?

BE® Who inyour health system is focused on health care quality measurement
and improvement efforts?

BE® Whois focused on the components of care measured in the PHDS
(anticipatory guidance and parental education, assessment of families for
risk factors, identifying and treating children at risk for delay)?

WHO

Examples of key potential users of the PHDS findings in your health systems
include: Pediatric providers (physicians, nurses), other office staff, parents of
enrolled children, health system leaders focused on quality measurement and
improvement, health education departments, health system leaders focused
electronic medical record prompting systems and/or patient education
materials in the electronic medical chart.
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BE® What will you want them to do with the results?

The data could be used to:

B

WHAT

1. Guide and inform improvement efforts at the system-, office- and/or
provider-level. (Each level requires consideration at the time of
sampling.)

2. Compare performance across offices and/or providers. Identify high and
low performers that can be rewarded and/or penalized based on the
PHDS findings.

3. Compare the PHDS findings to currently used quality measures such as
the HEDIS well-visit or survey-based satisfaction measures.

4. Design parent education and activation tools and strategies. The results
could be used to encourage parents to ask their providers about key
topics not routinely addressed during a well-child visit.

Involve each evaluation and reporting audience member in specifying goals, measures of
success, and key messages. You can do this through in-person meetings, e-mail, or phone calls.
Past CAHMI experiences have found that the first meeting should occur in person and that
subsequent discussions can take place electronically.

This important step can lead to small but critical changes to the design of your project that will
enhance its relevance and value, as well as improve "buy-in" by essential stakeholders. Like you,
many stakeholders use information to guide their efforts. Additionally, they are likely to have
unique and valuable information about the health and health care of the children you are trying to
reach. Past users have found that because the PHDS captures more than just health care quality
improvement information (e.g. child health and health care characteristics, parental health and
behaviors), they have been able to partner with organizations that they do not normally
collaborate with on quality measurement projects the quality measurement department working
with the patient education and information department.

Therefore, before deciding on contacting the reporting and audience member, make sure you:

1. Identify specific benefits for potential partners.

2. Specify information and resources these partners can bring.

3. ldentify how these partners can ease data collection and analysis and/or the dissemination
of the results.

Clarify the best time to include these partners.

Specify how these partnerships will affect the timeline, staffing, and budget of the
project.

ok~
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Example Worksheet 2.1: Specifying Evaluation and Reporting Audience Members

Reporting and Value of How you Information/ How partner can Best Impact
Audience Member the want them resources ease administration, | time to on

PHDS to to use the partner can analysis, and/or include | timeline,

them PHDS bring dissemination partner | staffing,

findings budget
#1:
#2:
#3:

Decide whether you want to be able to compare PHDS findings across groups, such as
providers' offices, provider types, and geographic areas. If so, this will have many
implications for your PHDS project sampling, administration, and scoring steps.

Confirm whether you intend to repeat the PHDS in the future or if this is a ""one-time"*
effort. If you will repeat it, when will you do so? Repetition will allow for trending of PHDS
measures and could affect your project’s initial design.
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i
=7 STEP 2.2: Plan and confirm the feasibility of your PHDS
sampling strategy

’What Is the purpose of this step?

The purpose of this step is to ensure you will identify a starting sample that will allow you to
analyze the PHDS data in a way that meets your project goals.

In this step you will:

& Verify all units of analysis for which you would like to construct PHDS measures.

&1 Identify eligible children for sampling.

i1 Specify the minimum completed and starting sample sizes needed for each unit of analysis.
& Specify age-stratifications required for each specific unit of analysis.

1 Finalize and implement your sampling strategy.
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Guidelines and Issues to Consider

#  Verify your unit(s) of analysis
This may seem like an obvious step, and you may have already done this while
conceptualizing your project. However, it is critical that you are clear about your unit(s) of
analysis. In other words, what entities, areas, or groups of children are you measuring? Each

of these units of analysis has different specifications for sampling, so you need to decide
upon them first.

Units of analysis past users of the PHDS have sampled for include:
1. Health System
For example: Across the entire pediatrics department in a health plan.
2. Office or Provider-Group

For example: An office located at a specific location that is comprised of multiple
providers.

3. Individual Health Care Providers
For example: Dr. Jones and Dr. Smith
4. Specific Populations of Children

For example: Children within specific race-ethnicity groups. Children who reside in
specific locations (i.e., rural vs. urban).

Secondly, you need to ensure that there are valid data to allow you to analyze the desired unit
of analysis. Table 2.1 located on the next page provides highlights of common units of
analysis for the PHDS and issues to consider when sampling for these specific groups. The
bottom line is to think about what unit of analysis is most relevant to your priority audiences
for the PHDS findings. Health care systems vary across markets, so who is accountable and
who will use the information will differ depending on your health care system.
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Table 2.1 Units of Analysis and Sampling Issues to Consider

Potential Unit
of Analysis

Issues to Consider at the Time of Sampling

Health System

E @ Variations in the "microsystems" within the health system in how preventive and
developmental health care is provided: Consider the characteristics within the
"microsystems" that influence how well-child care is provided. Consider the
various groups within a health system that may want to analyze the findings.

Office or E @ Number of providers: When doing office-level sampling, it is imperative to
Provider consider the number of providers and the (full-time employees) of the providers in
Groups each office. Bigger offices will need a bigger starting sample size than smaller
offices.
E @ Provider team: Think about the health care provider team that will be measured.
How is well-child care provided? Who gives the care that is measured in the
PHDS? Do the nurse and physician divide up the well-child visit? The more people
who provide care measured in the PHDS, the more variation there will be, and the
greater the sample size will need to be.
Individual E& Provider team (see above)
Health Care E @ Provider-level variables: What variables will you use to identify the provider to
Providers whom the child should be assigned at the time of sampling? There are two options:

1) Provider with whom the child is enrolled or "paneled” as a primary care provider.

2) Provider with whom the child had the most well-child visits in the last 12 months
or since birth.

Tip from the Field: Although you may want to analyze the data at the health care
provider level, you may not have valid information at that level. Specifically, the
CAHMI team has found that while many systems note the provider with whom the
child is enrolled, this provider is not necessarily the person that the parent is most
likely to think about when responding to the survey. This could be due to a variety of
factors: A) The provider variable is based on the claims/bills database (this allows for
one centralized billing code for a medical group) or B) The child may receive well-
child care from providers with whom they are not enrolled (e.g. they see a provider in
the same office, therefore the claim is still paid, etc.).

To address this issue, CAHMI recommends that systems use available enrollment
and utilization information for sampling and then ask parents/survey respondents to
indicate their child's personal doctor or nurse in the survey and use this data for
provider-level reporting.
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Table 2.1 Units of Analysis and Sampling Issues to Consider (Continued)

Potential Unit

Issues to Consider at the Time of Sampling

of Analysis
Specific E @ Child-level variables: What variables will you use to identify specific children? Are
Populations of these variables valid?
Children

Tip from the Field: Many health systems have variables related to a child's
race/ethnicity in their data systems, but these variables are not reliable (e.g., they are
not consistently used or they are only valid for some children). To address this issue,
CAHMI recommends that systems use available enrollment and utilization
information for sampling and then ask parents/survey respondents to indicate their
child's race/ethnicity and use this data for reporting purposes.
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¥l Identify eligible children for sampling

Sampling is the process used to identify children whose parents will be asked to complete the
PHDS. There are five criteria that a child must meet in order to be eligible for inclusion in
the PHDS sample:

1.

ol

Age criterion: Select children 3-45 months of age (allows for time lag in sampling
administration).

Purpose: The PHDS measures care recommended in the first three years life. This
includes care provided through the three-year-old well-child visit.

Enrollment criterion: Select children continuously enrolled in the health system for 12
months or since birth.

Purpose: The PHDS is a measure of health care quality. You want to include in the
sample children who have been in the system for the time period referenced in the survey.

Well-child visit criterion: Select children who have had one or more well-child visits (as
defined by the HEDIS well-child visit specifications) in the last 12 months or since birth.

Purpose: The PHDS is a measure of health care quality. The care provided in the PHDS
should have been provided during well-child appointments. You want to include in the
sample children who have received well-child care in the time period that is referenced in
the survey.

One-child per family/target child criterion: Randomly select only one eligible child
per family.

Purpose: You want the PHDS administration process to be as family-centered as
possible. CAHMI recommends that only one child be sampled for the survey, as many
families could have more than one eligible child and may be overwhelmed by multiple
surveys.

. Give survey in language spoken in the home (if available): Select families that speak the

language in which the survey is administered.

Purpose: The current version of the PHDS is available in English and Spanish and the
ProPHDS is available only in English at this time (translation will occur in Fall 2006).
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Tip from the Field

Before going on to the next step, CAHMI recommends that you examine the
number of children that meet the eligibility criterion described above for each

unit of analysis. For example, if you are sampling for individual providers, we
recommend that you first examine how many children are eligible for each of

the providers. This will raise issues early on in the process that may otherwise
arise once the sampling strategy is implemented.

Additional PHDS Resources: Keep in mind that if you are planning to administer the
survey in the pediatric office (not by mail) or via the telephone, a different sampling
methodology will need to be used (see guide for In-Office Administration of the PHDS,
Reduced Item Version or the PHDS-PLUS Implementation Guidelines listed in the resources
section).

¥]1 Specify the minimum completed and starting sample sizes needed for each unit of analysis
Now that you have identified eligible children, you need to specify the following:

1) The minimum number of completed surveys that you will need for each unit of analysis.
2) You can then determine the starting sample size needed, taking into account the
following:
a) The response rate you think you will be able to achieve,

b) The number of surveys that will not reach the parent for completion due to bad
addresses, and

c) The data error rate for the specific until of analysis.

Figure 2.1: Determining starting sample size

target completed surveys
Minimum sample =

response rate—bad address rate) * (1-data error rate)
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The sampling strategy that you implement is dependent on how you will be using the results. For
example, if you plan on using the results to compare health care providers, then you will need

more completed surveys than if you were using the results to examine the quality of preventive
care at the population level.

Tip from the Field

If you are planning multiple uses for your results, choose the sampling
strategy with the largest minimum sample required.
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Table 2.2 provides recommended sampling strategies based on different units of analysis.

Definitions of each of the variables in this table are located on the next page.

Table 2.2: Determining the Starting Sample Size Required for Each Unit of Analysis

Comparison of

Comparison of

Health-system

Comparison of

on the setting

on the setting

on the setting

individual offices or provider | level reporting health plans ®
providers ? groups

Target number 30 per health 30 per health care 100° 250 per health

completed surveys care provider® provider in each plan

office

Estimated data error 1% 1% 1% 1%

rate

Estimated response 40% 40% 40% 40%

rate

Bad address rate Depends Depends Depends Depends

on the setting

Minimum starting
sample, assuming no

bad addresses ©

78 per health
care provider

78 per health care
provider in each
office

253

632 per health
plan

a Although a smaller sample could be drawn if you are not planning on using the results for
comparison, we recommend that you assume comparisons will be made if you are reporting results
at the provider or health plan levels. If 30 surveys are not feasible, the minimum number CAHMI
recommends per provider is 15. See Table 2.1 for other issues to consider in provider-level

sampling. Lastly, one of the PHDS measures (follow-up for children at risk) is only calculated for a
portion of children (approximately 25% of the sample). Therefore, if this is a primary measure to be
used in comparisons, then the sample size should be adjusted accordingly.

b Providers who are very consistent in the care they provide across patients will need fewer surveys,
as compared to providers who target certain discussions to certain patients. Secondly, if the provider
and nurse each provide components of the well-child visit, then more surveys may be needed as the
provision of care by two individuals increases the level of variation in this communication-
dependent measure.

 CAHMI recommends that each sample contain members enrolled in the same type of health
insurance coverage. Therefore, different samples should be drawn if you wish to assess quality of
care for Medicaid beneficiaries and commercial enrollees.

d As is described in Table 2.1, the more providers there are, the more variation there is. Therefore,
CAHMI recommends that you base the sample size on the number of providers. An alternate
approach is to base the sample size on the number of FTE in each office.
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® This is the minimum number of surveys recommended. However, to date, all of the Medicaid
agencies and recent health plans that have implemented the PHDS have set their completed survey
goal at N=2000. This sample size has allowed the state to do a number of analyses that met their
strategic and political goals, and allowed stratified analysis for specific groups of children and
program and policy areas.

Definition of Terms in Table 2.2

Targeted Number of Completed Surveys: The minimum number of completed surveys
necessary for analysis. A completed survey is defined as a survey in which at least 80 percent of
the items were answered; it will be discussed in greater detail later in this section.

Estimated Response Rate: The percentage of parents who responded to the survey. You can
never know for sure what the response rate for your survey will be. However, you can estimate
this rate based on your own previous survey experience. If you do not have previous experience,
we recommend using 40 percent. This represents a conservative estimate for a response rate
based on field-testing and the implementation of similar surveys. It should ensure that you have
enough completed surveys for analysis. Field test and previous implementation results of the
PHDS have yielded response rates from 20 to 70 percent. Any response rate estimate that you
have from previous survey experience in your area should be substituted for the estimated
response rate when determining the minimum sample size. Many factors that can influence the
response rate of your survey, and suggestions will be provided throughout this section to help
you to maximize your response rate.

Bad Address Rate: The rate of addresses in your database that will be incorrect. As is noted
later in the chapter, Address Service Correction should be part of your survey administration.
However, there still will be a number of addresses that will be incorrect. The rate of bad
addresses has varied significantly across past users of the PHDS (2%-38%). CAHMI
recommends that you examine other surveys used within the health system to determine an
estimated bad address rate.

Estimated Data Error Rate: The rate of data errors that you expect within your sample or
sampling frame. Data errors are incorrect or bad contact information, enrollment information,
eligibility information, or any other type of information necessary for the administration of the
survey. You may not know what the data error rate is for your sampling frame; however, you are
likely to find some data errors. We recommend using a rate of 1 to 2 percent if you do not know
your rate. If you do know the data error rate, this number can be substituted in the chart above
and will increase or decrease your minimum sample size.

Minimum Starting Sample: The minimum number of children who should be sampled for the
administration of the survey given the intended use of the results.
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EXAMPLE 2.2: Determining Minimum Sample Size

The Health Plan A chose to administer the PHDS across the entire system. The plan primarily
contracts directly with 10 medical groups comprised of 25 individual providers and would like to
use the PHDS results primarily for quality improvement at the system-, office- and provider level.
However, they will also be publishing the results in a consumer guide. Two years ago, the plan
administered the CAHPS and had a 52 percent response rate and a 3 percent bad address rate.
They conducted an audit of their provider records just last year and expect their data error rate to
be less than 0.05 percent.

Minimum starting sample size=
1 *

(.52 (response rate)—.03 (bad address rate)) * [1-(.05) (data error rate)]

Minimum starting sample = 1611

¥ Specify age stratifications required for each specific unit of analysis

The last step in identifying the starting sample of children whose parents will be sent the
PHDS survey is to stratify the sample for three age groups of children.

e Children 3-9.99 months old at the time of survey administration
e Children 10-18.99 months old at the time of survey administration
e Children 19-45.99 months old at the time of survey administration

This stratification is to ensure that sufficient samples are obtained for the three groups listed
above. The reason you want sufficient samples for each of these age groups is because the
PHDS items focused on anticipatory guidance and parental education are different for each
of these groups.

At the time of sampling, it is important to specify the date when the surveys will be sent out

to the parent and to conduct the age-stratification based on how old the child will be when
the parent receives the first mailing of the survey.
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There are two options for stratifying the sample by age that have been used:
Option 1:

e One-fourth of the starting sample is children 3-9.99 months old
e One-fourth of the starting sample is children 10-18.99 months old
e One-half of the starting sample is children 19-45.99 months old

Option 2:
e Examine the proportion of eligible children (the children who met the five eligibility
criterion described earlier) in each of the groups in your health system for the units of

analysis of interest and base the stratification on your own population.

It is important that each sample is stratified for each unit of analysis. For example, if you are
sampling for 10 offices. The sample for each office should be stratified by age.

Tip from the Field

In order to reduce burden and administrative time, users of the PHDS for
office- and provider-level analysis have stratified the sample at the office level
only. However, if you are using the PHDS for incentive-based payments, then
the starting sample should be stratified for each unit of analysis examined.

Important Note for Users of the ProPHDS:

If you are using the ProPHDS, you will administer three, age-specific versions of the survey
that map to these three age-specific groups. The age of the child for the starting sample needs
to be adjusted to allow for the time of survey administration. CAHMI recommends that you
assume that the survey administration will take two months. Therefore, the starting sample
for the ProPHDS should be stratified by the following age groups.

e One-fourth of the starting sample is children 3-7.99 months old
e One-fourth of the starting sample is children 10-16.99 months old
e One-half of the starting sample is children 19-43.99 months old
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¥ Finalize and implement sampling strategy

Once you have:

1) Identified eligible children for sampling
2) Determined the minimum starting sample for each unit of analysis
3) Stratified the starting sample by age

You are then ready to randomly identify the number of children in each group in each of the
units of analysis.

Tip from the Field

Again, we recommend confirming the feasibility of obtaining all needed data
before finalizing your plan. It is not uncommon for data elements or contact
information needed to administer the PHDS to be lacking for key subgroups of
children who you would like to include in your sampling.
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i
SIWSTEP 2.3: Identify non-survey based analytic information to
collect for the starting sample at the time of sampling

* What is the purpose of this step?

The purpose of this step is to identify data that can be linked to PHDS results to enhance the
value of the data collection. Supplemental data, in this case, refers to any data that is not directly
needed for the administration of the survey, but is obtained from the survey and used for analytic
and dissemination purposes.

For example, you may want to add an indication of whether the child had a HEDIS-defined
well-child visit, or you may even want to have the child’s claims history for more detailed
analyses.

Due to new federal regulations on data privacy (HIPAA), it is best to collect any child-level
information prior to administering the survey, since obtaining information retroactive to receipt
of completed surveys is often not acceptable. The confidential survey administration process
recommended in this manual does not allow any person-identifying information, such as the
enrollee 1D, to be linked with completed survey data.

In this step you will:
¥l Identify data elements to collect at the same time as survey sampling, such as those
outlined in Figure 2.2 (e.g. child enrollment and utilization). These data file elements will

be used for analytic purposes.

¥l Obtain and link data elements to the sampling data file before pulling the starting sample.
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Guidelines and Issues to Consider

For each child in the starting sample, create a unique identifier that will link the starting sample
with the completed survey data and with this supplemental data.

¥l Identify elements for the supplemental data. It is important to specify the data
elements that will be collected for each of the following:

1. Each child in the starting sample. Collect descriptive variables about the child that
you can use to stratify the PHDS data. Supplemental variables created by past
users of the PHDS have been based on the following data systems:

o Administrative and/or enrollment data: Information that can be derived
from this data includes the payor (e.g. public or private); the provider the child
is enrolled with; and how long the child has been enrolled with that provider.

o Utilization data: In the PHDS data collected to date, over 95 percent of
families who complete the survey say that their child has seen a doctor or
other health care provider in the last 12 months or since the child’s birth. Such
a detail can be valuable when analyzing PHDS results. Other examples of
information that can be derived from this data include the number of visits
over the past year and indications of certain health problems.

2. Each unit of analysis that you will use to analyze the PHDS findings (e.g.
individual pediatric offices, individual pediatric provider). Information that can be
collected includes the gender and FTE (full time equivalency) of the individual
provider and the number of providers in an office.

Figure 2.3 in the next step provides examples of supplemental items collected by past
users of the PHDS.

¥] Create a data dictionary that clearly describes the supplemental variables that will be

created based on this data. Appendix 7 provides an example of a data dictionary for a
supplemental data collected by a past user of the PHDS.
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Figure 2.2: Examples of Data Elements to Collect at the Time of Sampling

Child
Characteristics

Child Enrollment
Characteristics

Child Health Care Utlization
Characteristics

- Race/ethnicity

- Date of birth

- Gender

- Geographic region (ag. urban, suburban,rural)

Y

- Payor for child's insurance (public vs .private)

- Months of continuous enrolment

- Provider and/or office the chid s currrently enrolled
- All Providers and/or offices the child has been
enrdled withinthe last 12 motnhs

- Where applicable, specially of chid's primary care
provider (e.g. pediatcs, family medicine).

- Number of office visits (nhon-ER,urgent care)

- Number of well-child visits

- Number of sick visits

- Numberof urgentcare visits

- Number of hospal visis

- Number of referrals,categoricalvariables rdated to
type of referred services

(Foreachofthe above,the provider who delivered the
care and the setting inwhich the care was provided [e g.
specific office))




; gJ STEP 2.4: Finalize the PHDS survey to be used

* What is the purpose of this step?

The purpose of this step is to finalize the PHDS tool (the full-length PHDS or the reduced-item
PHDS) and to consider whether there are a small number of items (3-5) you can add that will
enrich your PHDS data for you and your strategic partners.

In this step you will:

¥l Finalize the PHDS tool you would like to administer (The full-length PHDS or the
reduced-item PHDS).

¥1 Identify any important topics to add to the PHDS that would enrich the PHDS data.

¥1 Identify existing and tested survey items for topics of interest or develop and test new
items.

¥l Double check the impact of new items included in your sampling strategy to ensure your
completed sample will allow you to meaningfully evaluate responses to the new items.
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gj Guidelines and Issues to Consider

¥l Finalize the PHDS tool you would like to administer (the full-length PHDS or the
reduced-item PHDS).

A copy of the PHDS and the age-specific versions of the ProPHDS can be found in
Appendices 3-6.

The primary difference between the PHDS and the ProPHDS is the length of the survey and
therefore the depth and breadth of the information obtained in the survey. (More information
about the development of the ProPHDS can be found in the In-Office Administration of the
PHDS Manual located on the CAHMI Web site.)

Where feasible (given the difference in length and costs) CAHMI recommends the PHDS if
you are using a mail mode of administration. The additional items provide valuable
information and more specificity about the care provided and key child- and parental-health
characteristics.

Table 2.3 on the following page provides an overview of the PHDS and ProPHDS to assist

you in deciding which tool best meets your needs and in setting information goals for the
project.
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Table 2.3: Comparison of the PHDS and the ProPHDS Tools

PHDS ProPHDS Difference Between the Tools?
General Characteristics
Length of Survey 10 pages 5 pages Yes
Time for Parent to Complete the Survey 10-15 minutes 5-10 minutes Yes
Survey Content Number of Items
Rec. aspects of prev. and dev. care
Anticipatory Guidance and Parental Education 15-18 15-18 No
Family-Centered Care 10 5 Yes
Ask About and Address Parental Concerns 2 2 No
Follow-Up for Children at Risk for Delays 4 4 No
Assess Family for Psychosocial Well-Being 4 3 Yes
Assess Family for Smoking, Substance Abuse, and 4 2 Yes
Safety
Standardized Developmental Screening® | 1 stem, 2 follow-up 1 No
items
Presence of a Personal Doctor or Nurse 1 1 No
Care Coordination | 1 stem, 1 follow-up 0 Yes
item
Helpfulness and Effect of Care Provided 8 0 Yes
Health Information 4 0 Yes
Child Health Care Characteristics
Access to Care, Use of Health Care 7 0 Yes
Target Child Characteristics
Health Status, Premature Birth 2 0 No
Risk for Dev., Behav., Social Delays (Items from the 10 6 Yes
PEDS©)
Children with Special Health Care Needs | 5 stem, 2 follow-up 0 Yes
items
Whether Breastfed 1 1 No
Child Demographic Characteristics 3 2
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Table 2.3: Comparison of the PHDS and the ProPHDS Tools (Continued)

PHDS ProPHDS Difference Between the Tools?
Family Characteristics
Birth Order of Target Child 1 1 No
Family Behaviors (e.g., reading, safety behaviors) 11 1 Yes
Education Level of Parent 1 1 No
Parental Health (e.g., symptoms of depression) 5 2 Yes
Problems Paying for Basic Health and Medical 5 3 Yes
Expenses
Relationship of Respondent to Child 1 0 Yes
Respondent’s Socio-demographic Characteristics 4 0 Yes

(e.g., marital status)

% These items are recommended for inclusion only if one or more health care providers in your system use a parent-completed

standardized developmental screening tool.
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¥l Identify any important topics to add to the PHDS that would enrich the PHDS data

It can be valuable to add items that capture information about a specific topic of interest
in your health system. This can increase buy-in and perceived value of the project.

However, it is important to consider the following:

e The survey should not significantly increase in length. Consider adding only 3-5 new
items.

e Only include new survey items that can not be found more reliably using another data
source, such as the medical records or administrative data.

Important Note for Those Using the PHDS for Provider-Level Analysis:

If you are using the PHDS for provider-level analysis, CAHMI recommends you add an
item asking the parent to indicate their child’s personal doctor(s) or nurse(s). This
question can be a follow-up question to the PHDS item asking the parent whether or not
their child has one or more personal doctors or nurses (PHDS Q 38, ProPHDS Q11).

EXAMPLE 2.3: PHDS Item Asking the Parent to Identify the Child’s Personal Doctor or
Nurse

PHDS Q38: A personal doctor or nurse is a health professional who knows your child well and
is familiar with your child’s health history. This can be a general doctor, a pediatrician, a
specialist, a nurse practitioner or physician assistant. Do you have one more person(s) you think
of as your child’s personal doctor or nurse?

Yes (Go to 38a) No (Go to 39)

PHDS Q38a: Which of these people do you think of as your child’s personal doctor or
nurse? (Please check one or more)

Office X Office Y
___Dr. Jones __Dr. Reinbold
___Dr. Smith ___Dr. Peck
__Dr. __ Dr. Rutenberg
Murray __ Other:
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Further specifications about how to use parent-report in combination with other data sources
(administrative and utilization data) is provided in Step 5.5.

¥ Identify existing and tested survey items for topics of interest or develop and test new
items.

If you do decide to add items to the PHDS, CAHMI recommends that, wherever possible,
you try to use items that have been validated and tested with parents of young children.

Tips from the Field

e Make sure the items you add are age-appropriate for children under age
four.

e Only include new survey items that can not be found more reliably
using another data source, such as the medical records or
administrative data.

e Do not develop new survey items if there are already reliable and valid
items about the topic of interest. In many instances, existing survey items
have already been tested and implemented.
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You may wish to examine the following surveys for supplemental items:

1.

2.

National Survey of Early Childhood Health (NSECH). Visit
http://www.cdc.gov/nchs/about/major/slaits/nsech.htm for more information.
National Health Interview Survey (NHIS). Visit
http://www.cdc.gov/nchs/nhis.htm for more information.

National Survey of Children with Special Health Care Needs (NS-CSCHN). Visit
http://www.cshcndata.org for more information.

National Survey of Children's Health (NSCH). Visit http://www.nschdata.org for
more information.

Behavioral Risk Factor Surveillance Survey (BRFSS). Visit
http://www.cdc.gov/brfss/ for more information.

Figure 2.3 on the next page provides an example of supplemental survey items that have been
added to the PHDS.
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Figure 2. 3: Examples of Supplemental Survey Item

Tailoring the PHDS by adding 3-5 questions has valuable for past users. Below are examples of
items that have been added to the PHDS.

Topic: Parent Perception about Well-Child Care (items derived from the NSECH)

Well-child care visits are visits that are made to a doctor or healthcare provider who takes care of
your child when (he/she) is not sick but needs a check-up or a shot. (In the last 12 months/Since
CHILD'S birth), how many times has (he/she) had a well-child visit for a check-up or shot?

Let's talk about the well-child care (CHILD) has received (in the last 12 months/since [his/her] birth).
Think about the last time you took (CHILD) for a check-up. How long was the doctor or health care
provider who examined (CHILD) in the room with you?

How would you rate (CHILD)'s check-ups (during the last 12 months/since [his/her] birth)? Please
include all the doctors, nurses, and other health providers that (CHILD) may have seen (Scale of 0-
10).

Topic: Care Coordination (items derived from the NSCH)

In the last 12 months (or since your child's birth), did your child need any special services,
equipment, or other care for his/her health?

1a. How much of a problem, if any, did you have obtaining the special services, equipment, or other
care that (he/she) needed? Would you say you had a big problem, moderate problem, small
problem, or no problem at all?
Topic: Day Care (items derived from the NSECH)

In a typical week, how many hours does your child spend in the care of someone other than a parent
or guardian?

l1a. Is the person who usually cares for child a relative or non-relative?
1b. Is your child mostly cared for in your home, in someone else's home, or in a day care center?
Topic: Obesity

How much does your currently weigh? * What is your child's current height? **Items used to
calculate the child's body mass index. Only applicable to children 2 years or older.
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Before adding any items to the PHDS survey, be sure to do the following:

= Double check the impact of new items included in your sampling strategy to ensure you
will have a completed sample that will allow you to meaningfully evaluate responses to
the new items.

= Test any new items you design yourself to make sure the wording is interpreted in the
way you intended. Do this "cognitive testing” even if you only have access to a small
group of parents of young children.

= Think about the placement of any new survey items. The survey should flow from topic
to topic with similar items grouped together, rather than jump between different topics.
Discontinuity complicates the cognitive task of completing the survey and can frustrate
the respondent. All items that collect demographic information should be in the last
section of the survey. Also, adding an item in a certain place in the survey can lead to
unintended "order effects.” This occurs when the answer to a previous question "primes”
or influences how a person responds to a following question in an undesirable way.

= Minimize the number of different time frames and response options included in a survey.
Wherever possible, ensure that added items have similar framing and response option
language to what is used in the PHDS. For example, when asking about discussions with
a child's doctor, the PHDS uses the following anchoring text; "In the last 12 months did
your child's doctor or other health provider talk with you about..."

Removing items from the core survey

CAHMI strongly recommends using the PHDS in its entirety, but recognizes that you
may need to remove items in some cases to accommodate your needs. Before you remove
any items from the core survey, consider the following:

— Start with the non-quality of care items, such as general information on parenting
behaviors, parent health, child's health, and the child's use of health care. Do any of these
items fail to provide you with information that you can use for this project? Can you get
valid information about this same topic from enroliment, member, or claims databases?

= The only quality measure that CAHMI would suggest omitting, as a last resort, would be
the "Helpfulness of Care" quality measure. The other quality measures all measure
whether specific aspects of recommended care were received, whereas "Helpfulness of
Care" asks whether the care that was received helped respondents with their parenting.

Important Note about CAHMI Copyright of the PHDS

The PHDS tools and implementation strategies are copyrighted by the
Child and Adolescent Health Measurement Initiative (CAHMI) and should
therefore be cited properly. If modifications are made to the PHDS items or

sampling strategy described in this manual, the citations should note an adaption
from the CAHMI copyright.




Step 3: Prepare for and Conduct Survey Administration

Step 3 provides detailed technical assistance to develop, prepare for, and conduct survey
administration. This step is intended for project managers and vendors who will conduct
the sampling and/or survey administration.

There are four sections in Step 3:

3.1: Organize your implementation team

3.2: Create the sampling frame and analytic variable data sets

3.3: Lay out and implement your survey administration process

3.4: Review additional related resources
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STEP 3.1: Organize your implementation team

* What is the purpose of this step?

The purpose of this step is to develop a specific working team, work plan, and timeline for your
PHDS project, and to assemble the data needed to conduct your PHDS sampling and
administration.

In this step you will:
&1 Build an internal and external team to implement the PHDS project.
&1 Assign specific roles to each team member.

&1 If Applicable: Hire a survey vendor.

Guidelines and Issues to Consider

B Determine which tasks will be completed internally and which will require external
partners or vendors.

When building your internal and external PHDS teams to administer the survey, consider the
following:

e Which parts of the process can you handle internally? Which parts will require hiring an
external vendor?

e Do internal staff members have the skills/expertise as well as the time needed to complete
the tasks that will be assigned to them?

e Do you have the resources to pay external vendors, if you need them? How will you do
s0?

e What is the status of the data systems you will use for sampling and gathering
information? Will you need to contract with an external organization to gather population
files?
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¥l Immediately involve all leaders whose approval is needed to implement your PHDS project
activities or to disseminate PHDS findings.

Obtaining the full support of senior leadership is essential to the success of your PHDS
project. While it is possible to conduct the PHDS without the early involvement and support
of senior leadership, they may key to community-wide distribution of the results. They also
may help explain the value of the project to others, such as the chief of pediatrics, or approve
contracts with external vendors.

¥ If you hire an external vendor, be sure to carefully craft a survey vendor request for proposal
(RFP).

Now that you have determined which parts of the project will be contracted out, you will
likely need to find a suitable survey vendor. Your organization may have specific rules and
requirements for hiring a vendor. Depending on these requirements, hiring a vendor can be a
lengthy process.

The process begins by writing an RFP (which may go by a different name in your health
system). This is the document that informs potential bidders of exactly what work needs to be
done, how it should be done, and when it needs to be finished. This document should be as
detailed and specific as possible. Be sure to review the technical specifications before you
write the RFP so that all necessary details are included. Also include management tasks such
as regular progress meetings and/or interim reports, decision-making processes, and conflict
resolution procedures. Make sure bidders understand exactly which costs they are responsible
for, such as survey printing and mailing costs or report development and testing costs.

All deliverables that you expect from the vendor should be specified in the RFP. This
includes interim deliverables, such as progress reports and interim completed PHDS survey
data sets, as well as final deliverables, such as the data set and all documentation about the
project. If you make changes later on, it will most likely cost you more than if they were
included in the original RFP.

The RFP should provide potential bidders with information on the processes for bidding,
evaluating, and selecting a vendor. It is important to include the following information in
your RFP:

e The deadlines and format for proposals.

e Information about how bidders can ask questions or get clarification when preparing the
proposals.

e The criteria used to score the proposals and select the vendor.

e Provisions for data security and confidentiality. Person-identifiable data is necessary only
for the administration of the survey. Include provisions for the return or destruction of
any data files with identifying information that were needed for the sampling and
administration of the survey.
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¥ If you hire an external vendor, carefully evaluate candidate survey vendors who respond to
your RFP.

When evaluating survey vendors who respond to your RFP, the minimum scoring criteria
should evaluate applicants on how well they demonstrate they have the following:

General characteristics

e Anunderstanding of the overall project and the goal of the PHDS.
e A comprehensive response to all tasks described in the RFP.

e Sufficient and qualified staff to do the work.

e Sufficient facilities and resources.

PHDS-specific characteristics
e Experience and expertise in sampling, specifically:

o Experience in obtaining population files from health systems and pulling samples for
survey administration based on enrollment and health care utilization. Vendors with
experience in calculating child-focused HEDIS measures should be preferred.

o Experience in creating weighted, stratified sampling files based on information about
the child's enrollment in a health system and child's age.

o Experience pulling survey samples at the level or unit of analysis desired, such as
health care provider or office.

e Experience in conducting parent-based surveys about the quality of care received,
specifically:

o Demonstrated ability to maximize response rates and produce acceptable
telephone response rates. The telephone response rate is calculated by dividing the
total number of completed phone interviews by all possible phone respondents.
An acceptable response rate is 40 percent or higher.

The contract will be based on the project detailed in the RFP. Remember that the contracting
process will be easier if your RFP contains specific details on the scope of the work,
deliverables, and timelines. Consult your legal department to make sure all necessary legal
language and requirements are included. This is most likely standardized for all contracts with
external vendors.

In addition, ensure that the data collection and sharing are compliant with the Health Insurance
Portability and Accountability Act (HIPAA), so that any public health information shared
between organizations is strictly protected. Include provisions for the return or destruction of
personal health information once the project is completed. Create a HIPAA Business Associate
agreement between all parties who will have access to the data.
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@@ STEP 3.2: Create the sampling frame and analytic variable
data sets

* What is the purpose of this step?
In this step you will:
¥] Create the child-level sampling frame data set (specified in Step 2).
¥l Create the child-level analytic variable data set (specified in Step
2).
¥1 If Applicable: Deliver the data sets to your survey vendor.

¥ If Applicable: Have the survey vendor pull your PHDS sample.

Guidelines and Issues to Consider
¥l Create the child-level sampling frame data set and analytic variable data set.

Step 2.2 provided a detailed description of the guidelines that should be used in identifying and
selecting the sample.

To review, you (or your hired vendor) will do the following:
1) Identify eligible children for sampling.
2) Determine the minimum starting sample for each unit of analysis.
3) Stratify the starting sample by age and determine the minimum starting sample for each
age group in each unit of analysis.

Once these steps have been completed, you are ready to randomly select the starting sample for
the PHDS.

Additionally, for each child and unit of analysis represented in the starting sample you will
identify the analytic information not based on the survey, as described in Step 2.3.
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¥l If Applicable: Provide survey vendor with a sampling and analytic data set data
dictionary (Appendix 7).

If you are providing a data set to a survey vendor to conduct the sampling, outline the
specific variables you want to include in the child-level sampling and analytic data sets (e.qg.,
utilization, enrollment, etc.), and/or obtain a data dictionary from your survey vendor before
the PHDS sample is pulled. This ensures that all variables that need to be linked to the survey
data set will be available to you. Once the sample is pulled, you may not be able to go back
to get additional variables. In particular, be sure your vendor makes clear which stratified
sampling groups each child belongs to (e.g., age, continuous enrollment, age group, and any
state-specific sampling strategies).

Tip from the Field

You want to use the most updated information possible for sampling because a key
eligibility criterion is whether the child had a visit or not. Children have seven well-child
visits in their first year of life alone. Therefore, you want to make sure that your sampling
is done as close as possible to when the survey is administered. Past users of the PHDS
have conducted a “dry run” of the sampling to ensure that their sampling data
specifications work and then have re-run the sampling at the latest time possible.
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% STEP 3.3: Plan and implement your survey administration
process

* What is the purpose of this step?

Establishing a specific work plan and realistic timeline is essential to the success of your PHDS
project. Many expect instant results with a quality measurement initiative. However, it takes time
to collect, analyze, and report the quality measurement data—and to have those data used in
ways that lead to improvements in care. So make sure you set a reasonable timeline for the
overall project. It is very important to allow enough time for the administration of the survey,
analysis of the results, and reporting of development, testing and production.

This section provides detailed information about the technical requirements for implementing the
PHDS. The timelines listed in the technical specifications below have been tested in the field to
ensure the best response rates and highest-quality data. Compressing the timeline can
compromise data quality and reliability.
In this step you will:

¥]1 Understand the key steps and timeline for administering the PHDS.

¥l Verify your work plan and delegation of tasks within your implementation team.

¥] Prepare to specify in a contract with an internal or external vendor/department how
you would like the PHDS to be administered.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



Guidelines and Issues to Consider

Important note: This manual is specific to the administration of the PHDS or ProPHDS by
mail. Refer to Step 1: PHDS Tool and Resources for other manuals describing the
implementation guidelines for administering the PHDS over the telephone or in a pediatric
office.

¥l Survey administration process

This section contains a framework for a survey administration process that has been used
by CAHMI and achieved acceptable response rates.

However, it is important to review survey administration processes used in your own
health system with your own patients, and to identify strategies that have yielded the
highest response rates.

The timing of the administration is also critical. Please consider the following:

1. Holidays: It is not recommended that you administer the survey during November
and December as many parents are busy with the holidays.

2. Seasons: Summer can be a difficult time for survey administration as families are
often on vacation. Higher response rates are often observed in the early fall and in late
winter. However, avoid survey administration during the first week of school or
during school holiday weeks.

3. Other surveys in your health system: Check to see if there are other surveys that
may be sent to parents and try not to coincide with other survey mailings, such as the
Consumer Assessment of Healthcare Providers and Systems (CAHPS).

There are six stages to administering the PHDS by mail:
E® Stage#1: Pre-notification letter

E® Stage# 2: Toll-free number for parents
E® Stage # 3: First mailing of cover letter and survey
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E® Stage#4: Reminder postcard
E® Stage # 5: Second mailing of cover letter and survey
E@ Stage # 6 (Optional): Second reminder postcard and/or telephone call

Stage #1: Pre-notification letter

For each selected child with a viable address, a pre-notification letter should be mailed. This
letter should be available in all languages in which the survey will be administered. Pre-
notification letters should be customized at the respondent level (e.g., "To the
parent/guardian of [Child Name]") and should include the logo of your health system and the
signature of the appropriate agency's executive or the leader of the units of analysis for which
you are focused (e.g., the chief of pediatrics).

The pre-notification letter should:

e Provide the name of the target child for whom the survey should be completed.

e Explain that they were randomly chosen to assist you in providing information that would
be useful in improving the health care of children.

e Explain that the parent or guardian who takes the child to the doctor most often should
complete the survey.

e Specify how long the survey will take (See Table 2.3).

e Provide the toll-free number parents can use to call the vendor to ask questions about the
study, verify the study's legitimacy, or request no further contact pertaining to the study.

Appendix 8 provides an example of a pre-notification letter.
Similar to the protocols developed for External Quality Review, the pre-notification letter is a

strategy to maximize response rates, ensure confidentiality, describe how the results will
benefit the respondent, and provide instructions on how to complete the survey.

Tip from the Field

Make sure that the United States Postal Service's "Address Correction Service" is
utilized for all mailings. This will assure that you get accurate and complete
information about the number of pre-notification letters that were not received by
parents due to a bad address.

Stage #2: Toll-free number for parents to call with questions or to schedule an interview
Throughout the field phase, a live toll-free number should be maintained from 10:00 a.m. to
11:30 p.m. (local time) Monday through Saturday and 3:00 p.m. to 11:30 p.m. (local time) on
Sunday for respondents. Calls outside these hours should be referred to voicemail.
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Stage # 3: First mailing of cover letter and survey

The survey should be sent one week after the pre-notification letter is mailed. It should be
accompanied by a cover letter that explains the project and includes the other details from the
pre-notification letter. Appendix 8 provides an example of a cover letter.

It is important the letterhead used includes a name/logo that parents recognize/value that
parents recognize and value (e.g., the health system name).

Stage # 4: Reminder postcard
A reminder postcard should be sent to the entire starting sample. There are two options for
the timing of the postcard reminder:

1. One week after the survey mailing. With this option, the postcard goes to the entire
starting sample and thanks those who have already responded. This option saves the
data analyst the time it would take to remove respondents from the data file used for
the survey mailing. On the other hand, printing and mailing costs are higher because
you are mailing to the entire starting sample.

2. Two weeks after the survey mailing. This allows parents more time to complete the
survey, but may increase the chance that they have thrown it out. If you go with this
option, remove the known respondents' names from the mailing, but still thank those
who may have responded after you mailed the postcards. Also, provide parents with a
toll-free number to use to request another survey.

Stage # 5: Second mailing of cover letter and survey

A second mailing of the cover letter and survey should be sent to the non-respondents at least
one month after mailing the first survey.
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Stage # 6 (Optional): Reminder Postcard and/or telephone call
If the response rate is low, then CAHMI recommends that you send another reminder to the
parent.

You can use either a postcard OR you call the parent.

The telephone call should be used ONLY to remind the parent to send the completed survey
back and find out if they need another one. CAHMI does not recommend that you administer
the survey over the phone if you have conducted a majority of the survey administration by

mail." The telephone reminder is more costly than the postcard reminder; however, it can
reach parents who might not have responded to the postcard.

Appendix 8 provides an example of the telephone script that can be used to remind parents
to complete the survey.

Example 3.1: Survey Administration Timeline

Task Date
I Mail pre-notification letter Day 1
Toll-free number for parents Day 1

e Live toll-free number maintained from 10:00 a.m. to 11:30 p.m. (local
time), Monday-Friday, and 11:00 a.m. to 11:30 p.m. on Saturday.
e Calls outside these hours referred to voicemail.

First mailing of cover letter and survey Day 8
Reminder postcard

Option 1: To the entire starting sample Day 15
Option 2: To the non-respondents Day 22
Second mailing of cover letter and survey Day 36
Reminder postcard or telephone call Day 50

! As with all surveys, there is a mode effect on the survey results depending on whether it is completed by mail or telephone.
Telephone-based surveys tend to systematically higher quality of care findings.
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¥l Data Confidentiality

The recommended protocol for implementing the PHDS ensures the confidentiality of the
data. If you contract the administration of the survey to an external vendor, make sure to
include data confidentiality provisions in the RFP and the contract.

Be sure that the organization conducting the survey administration signs a HIPAA Business
Associate agreement. Check with your legal department about HIPAA compliance. The
HIPAA privacy provisions establish how covered entities must safeguard the confidentiality
of patients' protected health information. Your legal department can help you determine
whether you are a covered entity under HIPAA and whether your project adequately
safeguards the confidentiality of patients' protected health information as specified in the
HIPAA regulations.

¥ Institutional Review Board (IRB) Approval

You may be wondering if you need approval from an Institutional Review Board (IRB),
especially if you do not have an IRB within your organization. While many people think that
IRB reviews are only for research projects, IRB approval should be obtained before
conducting the PHDS or any survey. IRBs ensure that consumer/patient rights are protected.
The technical specifications in this manual are meant to address legal issues and allow for
IRB approval. These specifications are based on past pilots of the PHDS that have undergone
IRB review and been approved.

If your organization does not have an IRB, you can still have a review. Independent IRBs
often review projects on a contractual basis; nearly every educational institution has an IRB.
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g STEP 3.4: Review additional related resources
As mentioned earlier, there are additional versions of the PHDS that can be administered

via mail and/or in-office. For more information about how items from the PHDS have
been administered, visit the CAHMI Web site at www.cahmi.org.

The Spanish version of the PHDS is also available at www.cahmi.org.

For more information on HIPAA privacy provisions or for a copy of the final law, go the
Department of Health and Human Service's Web site at www.hhs.gov/ocr/hipaa.
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Step 4: Monitor Survey Administration and Prepare for Data Analysis
Step 4 provides detailed technical assistance on the five steps needed to ensure the proper
administration of the PHDS and to prepare data files for analysis. This step is intended
for project managers and vendors who will conduct the sampling and/or survey
administration.

There are four sections in Step 4:

4.1: Monitor survey administration

4.2: Clean and code your PHDS data set

4.3: Integrate updated enrollment and utilization information

4.4 ldentify and obtain descriptive information about the health system to inform
analysis

4.5: Weight your data set to represent your target population



@@ STEP 4.1: Monitor survey administration

’What Is the purpose of this step?

The purpose of this step is to closely track the quality of your survey administration process, and
to monitor and troubleshoot any problems with securing an optimal response rate and accurate
data entry.

In this step you will:
&1 Receive and review weekly tracking reports from your survey vendor.

B Assess and troubleshoot problems with response rates.

Guidelines and Issues to Consider
B Specify and obtain weekly survey tracking report.

Survey responses should be tracked throughout the administration process. At a minimum, a
variable indicating the survey disposition should be maintained by your survey vendor and
reported on a weekly basis throughout the administration process. Values for this variable
can include:

e Survey received — Survey was sent back.

e Complete — At least 80 percent of the survey items parents should answer were
completed.

e Incomplete — Less than 80 percent of the survey items were completed.

e Refused — Parent refused to complete survey, sent it back blank, OR called the toll-
free line and asked to be removed from list.

e Bad Address

e Ineligible — Parent returned the survey saying that their child was not in the age
group, has not had a well-child visit, or child is no longer enrolled in the health
system.

e Deceased — Child has passed away.

e Language barrier — Respondent cannot read and understand the survey.



&1 Calculate interim response rates and troubleshoot response problems.

Your raw response rate is simply the number of questionnaires returned divided by the
number of children in your starting sample. However, this rate is often misleading and not
representative of the true response rate. Therefore, an adjusted response rate should be
calculated on an interim basis throughout survey administration to track whether you are
meeting response rate targets.

For the adjusted response rate, both the numerator (number of respondents) and the
denominator (number sampled) are adjusted based on certain factors:

e First, the numerator (number of respondents) is adjusted from the total number of
questionnaires returned to the number of completed questionnaires returned. A survey is
defined as “completed” if the parent answered at least 80 percent of the items that they
should have answered. You should not include items that were skipped appropriately in
your count. You can adjust this algorithm if you want to allow responses to be considered
even if less than 80 percent of items are completed.

Second, the denominator (number sampled) is adjusted to include only those children who are
eligible for the survey, for whom you have a valid address, and whose parents do not have a
language barrier. The formula to adjust your response rate is:

Response Rate = Number of 80% or more completed surveys
Number of children sampled —(deceased + ineligible + language
Barrier + bad address

If your response rate falls short of projections, you may need to troubleshoot with your
survey vendor and consider adding and/or altering administration steps. For instance, you
may decide to add an additional phone call, send a postcard, alter your introductory message
left on voicemail systems, or introduce a small incentive for participation in the survey.
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@@ STEP 4.2: Clean and code your PHDS data set

’What Is the purpose of this step?

The purpose of this step is to obtain an accurate data set from your survey vendor. This step
includes consistent and accurate cleaning and coding of the data set in preparation for
constructing PHDS quality measures and the analytic variables needed to report your PHDS
project findings.

In this step you will:
&1 Specify data files to be created.
&1 Obtain and check interim data sets for accurate data labeling and entry.

B Prepare data files for analysis.

gJ Guidelines and Issues to Consider

While data preparation is often considered part of the analysis, this task is included in the data
collection section because it may be completed by the vendor while administering the survey.
Additional data preparation and cleaning steps are described in Step 5.

& Specify data files to be created.

If you are using a vendor to administer the survey, the vendor should submit a data file that
contains the following:

1. Coded responses for all PHDS items, including blank, do not know, refused to
answer, and item skipped.

2. Survey disposition, such as if the survey was completed and the reasons for
incomplete surveys (see variables noted in Step 4.1).

3. Other descriptive variables identified and collected for the starting sample (e.g.,

related to enrollment, health care utilization, etc.) that were identified in Steps 2 and

3.

Administrative data used for generating the sampling frame.

Age of child in months.

Any supplemental data linked prior to the removal of identifying information used for

survey administration.

7. A data dictionary for the file. An example data dictionary for the ProPHDS survey
data file can be found in Appendix 9.

o ok



You also may choose to have your vendor conduct some initial data preparations, such
as:

= Verifying ineligible cases

= Checking for duplicate data records

= Running frequencies on all variables to check for values that are out of range
= Identifying problems with skip patterns

If errors are found, you should have the vendor verify them with the original surveys to
ensure that the errors stem from the respondent and not from the administration process.
Once these are identified, you will need to make decisions on how they will be handled
for the analysis. Refer to Section 5 for more detail on analyzing the results.

¥1 Obtain and check "test" and interim data
sets for accuracy of data entry and
survey administration.

Tips from the Field
The vendor administering your survey
(either internally or externally) should e Always label data variables.
provide you with a test and interim e Update your data dictionary with any
PHDS survey data sets according to a changes made to data labels or
predetermined schedule. response codes. Good documentation is

essential!

CAHMI recommends that you ask your o Create a backup of your data set in case
survey vendor to send a test data set that of emergency. Also, create temporary
is based on a handful of mock completed and permanent data sets wisely. Think
surveys. This data set will test the data about what you would need to do if you
entry processes and ensure that the data lost the data.
set you receive matches the data e Always keep a copy of your original
dictionary your vendor is using. data set.

When you receive the test data set you should make sure that your vendor is using the
data variable labels agreed upon and that responses to survey items are assigned the
agreed-upon values (e.g., 1="no"; 2 = "yes", etc.). If errors are found, request that they
be corrected immediately.

CAHMI recommends that you request at least two interim data sets. The first should
include the first 100 surveys entered and the second should include half of your expected
final completed survey data set (e.qg., if your final complete survey goal is N=2,000, then
the second interim data set should be N=1,000). These interim data sets allow you to
develop the syntax that you will use to clean and analyze your PHDS data. Therefore,
when the final data set is received, you will have already done a significant amount of
preparatory work.




¥ Preparing the PHDS data files for analysis.

Valid PHDS findings require careful preparation of your data prior to starting your
analysis. The following are necessary steps to prepare the data for analysis. They do not
necessarily need to be conducted in the order presented.

Data Prep Step #1: Verify survey completeness.

You should receive the data from the vendor for all of the interviews conducted.
However, for your analysis you should limit the data to surveys with at least 80 percent
of the items completed.

Data Prep Step #2: Check for ineligible cases.

Make sure parents who responded have children who meet the sampling criteria for age
and continuous enrollment. (a) Run a frequency on the age variable from the survey
responses. Here you should ensure that the age the parent reports in the survey and the
age-specific section of the PHDS that the parent completes match the age of child that
you have in your administrative data files. Use the parent report as the "gold standard”
and exclude cases where the child was erroneously included in the sampling frame. (b)
Remove records where the child was found not to be in the health plan, provider, or unit
you are sampling.

Data Prep Step #3: Check for duplicate data records.
Make sure every record has a unique identifier.
Data Prep Step #4: Check for out-of-range values.

Run frequencies on all of your variables to check for out-of-range values or odd-looking
distributions. At this point, you may not be able to go back and correct the data error. If
the error is random and affects only a few cases, then you may want to exclude those
cases. However, if the error seems to be systematic and affects a large number of
responses, it may be worth finding the source of the error and correcting it.

Data Step #5: Identify problems with skip patterns.

Run frequencies and cross-tabulations to verify that skip patterns were followed
correctly. If errors seem random and affect only a small number of records (less than
2%), assume the item stem (the question instructing the respondent to go to a different
question) is accurate and then correct the response for the incorrect skip. Systematic
errors or problems with a significant number of cases should be verified.



If you want to be absolutely certain that skip patterns were followed, you can require that
only the children of parents who responded appropriately to the filter question are
included when you create the new variables.

Data Prep Step #6: Assign missing values.

Missing values should be recoded in some way so that you know not to include them in
the analyses. You should designate missing values in the data set in a way that ensures
they are omitted when calculating measures. Also, recode the response options of
"refused" to a missing value. Examine the number of "I don't know" responses that you
get. If this total percentage is less than 2 percent, then you should recode them as missing

values.
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STEP 4.3: Integrate updated child enrollment and utilization
information

’What Is the purpose of this step?

The purpose of this step to make sure that data for each child are as current as possible when you
calculate your PHDS quality indicators and create reports of your findings for key audiences.

In this step you will:
&1 Identify variables that may need to be updated for each sampled child.

4] Obtain and merge updated data variables into your analytic variable data set.

gj Guidelines and Issues to Consider
& Identify variables that may need to be updated for each sampled child.

As discussed in Steps 2.2, 2.3, and 3.2, many analytic variables are derived from

enrollment and utilization data sets and are valuable for analyzing and reporting PHDS
findings.

A majority of the PHDS asks the parent to respond about care provided "in the last 12
months." Therefore, you want the variables in the analytic data file to accurately describe
the 12 months prior to the date when the parent responded to the survey.

Examples of common variables that need to be updated from the time of sampling
include:

= Variables related to health care utilization: There is often a lag between when a
child has a visit and when it shows up in the data systems. You want to wait to
update your analytic file until the data systems are updated and correct for when
the parent completed the survey.

For example: If there is a three-month lag before a visit shows up in your data
systems, and the survey was administered in September, then you want to wait

until December to update your analytic data file with the information about health
care utilization.



= Variables related to enrollment: Examples of these variables include the primary
care provider with whom the child is enrolled.

¥1 Obtain and merge updated data variables into your analytic variable data set.
Using the child-level unique identifier specified in Step 2.3, you merge the updated data

variables into your analytic variable data set. This analytic variable data set will be what
you use in Step 5 of this manual.



g STEP 4.4: Identify and obtain additional descriptive information about
the health system to inform analysis

V-

*What Is the purpose of this step?

The purpose of this step is to collect additional descriptive information about the health system
to inform your analysis. This information should address the specific processes, systems, and
resources that relate to the provision of preventive and developmental health care. This
information can be used to identify which processes and systems are correlated with higher and
poorer quality of care, and then inform policy and quality improvement decisions.

In this step you will:

& Identify health system characteristics related to the provision of preventive and
developmental health care.

B Collect this descriptive information for each unit of analysis.

Guidelines and Issues to Consider

&1 Identify health system characteristics related to the provision of preventive and
developmental health care.

This important step will enhance the value and usefullness of the PHDS data in guiding
future policy and improvement efforts. Review the PHDS survey items again and think
about specific processes, systems, and resources in place that are related to the topics
measured in the PHDS.



Below is a description of tools that can help you gather related descriptive information:
1. Office Systems Inventory

Appendix 10 provides an example of the Office Systems Inventory (OSI) developed
through the Healthy Development Collaborative.*

The OSI collects descriptive information about specific office systems related to:

e meeting parents' informational needs and addressing their concerns about their
child's learning, development, and behavior;

« identifying children at risk through the use of structured developmental and
psychosocial assessments and screening at appropriate Visits;

o providing strong links to community resources for families who need or want
them; and

e promoting optimal parent/child relationships.

The OSI can be completed by the office manager or another office staff member who
has the knowledge needed to complete the tool.

The PHDS can then be analyzed by the office-specific OSI scores, and systems
yielding higher quality of care scores can be identified.

Tip from the Field

Where possible, you should collect information on the OSI for each
office included in your starting sample. For example, if you are using the
PHDS to examine quality of care in 10 pediatric offices, then you should
collect the OSI for each office.

! The Healthy Development Collaborative was a Commonwealth Fund—supported initiative designed to help primary care practices in Vermont
and North Carolina engage families in a partnership to promote positive developmental outcomes for the families' children through the
development of improved office systems. The OSl is part of the Practical Guide for Healthy Development, a set of materials and tools designed
and tested in the Healthy Development Learning Collaborative, a 12-month quality improvement initiative. The OSl is also available at
http://www.cmwf.org/usr_doc/Office_Systems_Inventory.pdf).



http://www.cmwf.org/usr_doc/Office_Systems_Inventory.pdf

2. Posters and Handouts in the Office

Parents can receive information about the topics measured in the PHDS through
posters and handouts located in the office of their child's health care provider. These
resources may answer parents' questions and meet their informational needs without
involving a discussion with their child's health care provider.

Given that the PHDS allows the parent to indicate whether they had their
informational needs met, it can be useful to catalog the types of information available
to the parent and analyze the PHDS findings using this descriptive information.

Appendix 11 provides an example of a worksheet that can be used to catalog posters
and handouts. The worksheet lists all of the topics that are included in the PHDS and
has a column to indicate whether there is a related poster or handout that is provided
in the office. It is important to catalog only those educational resources that are
readily available to the parent and do not require a discussion with the office staff, as
such discussions are included in the PHDS.

The PHDS can then be analyzed by the poster and handout scores, and educational
resources correlated with higher quality of care scores can be identified.

3. Electronic Medical Records

Some health systems utilize electronic medical records (EMRs). Most EMR programs
have standardized forms or templates that can be used by the provider for well-child
visits. And most EMR programs allow users to develop standard parent education
templates (often called an "After-Visit Summary") that are handed out by the health
care provider. The worksheet provided in Appendix 11 can also be used to catalog
standard EMR text and handouts.

¥l Collect this descriptive information for each unit of analysis.

In Step 2.2 you specified the units of analysis for sampling and analysis. It is important to
collect as much descriptive information for each unit of analysis as possible, as it will
enhance the useability of your PHDS findings and will help you to identify possible
reasons for high and lower performance within each unit of analysis.



<&
@@ STEP 4.5: Weight your data set to represent your target
population

’What Is the purpose of this step?

The purpose of this step is to to ensure that your final PHDS data set is representative of the
desired sample of children on which you would like to report at the end of your project.
Weighting is a standard component of most survey projects, especially if you oversampled for
certain population subgroups (e.g., racial groups) or if there are response biases (e.g., some
population subgroups are systematically less likely to respond to your survey).

In this step you will:

& Clarify your desired population of children to ensure that your findings are representative
and determine whether weighted data are required.

& Develop a weighting methodology and construct sampling weights to use during your
data analysis.

@ , Guidelines and Issues to Consider
& Determine whether weighting is required.
The goals of the sampling and survey administration strategy outlined in this manual are:

1) To obtain sufficient samples of completed surveys for the three age groups that correspond to the
age-specific sections of the PHDS survey (3—9 months, 10-18 months, and 19-48 months).

2) To obtain specific units of analysis to focus your measurement effort.

You will need to weight your data if you want to be able to create reports that describe findings
across your health system for all children.

Specifically, you will need to weight your data if one or more of the following is true about your
PHDS project:

= You over-sampled for specific groups.
= You used age-stratifications that are not representative of your population.
= The responding population is significantly different than your sampled population.



¥] Develop a weighting methodology.

Your survey department or vendor should be able to construct valid weights once you specify the
population of children on which you want to report PHDS findings (e.g., all children enrolled in your
health system who had at least one-well child visit).

Below are issues and tips to consider as your weighting method is developed.

1.

Clarify the baseline population you will use to calculate the weights.

Since the children eligible for the PHDS include ONLY those who met the eligibility criteria
described in Step 2.2 (e.g., continuous enrollment and visit requirement; parents spoke the
languages in which the survey was administered; and families had valid address information),
you can only weight data to represent this group of children.

A primary purpose of weighting is to ensure the PHDS findings accurately describe care for a
group of children. It is important to clarify the group of children for which you want the report to
provide generalizable findings.

For example:

2.

= Do you want the report to describe care provided across an entire health system? If so, then
the baseline population is all eligible children enrolled in the health system.

= Do you want the report to provide office-specific descriptive information? If so, office-
specific weights will need to be created based on the eligible population of children in each
of the pediatric offices.

Specify the factors you will use to calculate weights.

At a minimum, you will need to weight your data according to age if your general population of
children is not distributed in the way you stratified the sample in Step 2.2.

To make your PHDS findings representative, you will need to determine the actual age
distribution of the population of eligible children, according to the three groups specified in Step
2.2, and weight the data accordingly.

Other variables you may need to include in your weighting methodology include:

1) Variables you used for over-sampling such as race, geographic location, and type of health
care provider or health plan.

2) Variables for populations that are under- or over-represented in your completed sample due
to a known response bias.



Step 5: Construct Quality Measures and Analytic Variables

Step 5 provides detailed technical assistance on how to analyze the PHDS data and create
quality measure scores. This section is intended primarily for data analysts. This section
is also valuable for project managers to determine scoring models for the PHDS quality
measures that best meet the project needs and goals.

The seven sections in this step focus on the construction of the PHDS quality measures
and evaluating these measures in different ways (e.g., for specific units of analysis, by
subgroups of children, by administrative and utilization data):

5.1: Calculate core PHDS quality measures specific to certain aspects of care

5.2: Calculate PHDS "got all care” composite measure

5.3: Calculate alternate versions of the PHDS quality measures

5.4: Construct additional PHDS analytic variables

5.5: Evaluate quality measurement results for specific units of analysis

5.6: Evaluate quality measurement results for subgroups of children

5.7: Review additional analytic tips



@@ STEP 5.1: Calculate the core PHDS quality measures specific to
certain aspects of care

’ What is the purpose of this step?

The purpose of this step is to construct child-level quality measures based on the PHDS
responses. The scores can then be analyzed for specific groups.

In this step you will:
&1 Learn about the core PHDS quality measures.
&1 Recode item-level survey responses for each child.
&1 Calculate child-level, composite PHDS quality measures.

&1 Specify and assign "threshold level of quality" cut-points to each measure and calculate
child-level versions of these quality measures.

)

Guidelines and Issues to Consider

/5%

&1 Learn about the core PHDS quality measures.
There are 12 core PHDS quality measures.

Each measure summarizes information from between one and 18 individual PHDS items
and assesses individual components of recommended preventive and developmental
care.! The PHDS quality measures are scored on a 0—100 scale, where 0 indicates that

recommended care is not received and 100 indicates that all aspects of care were
received.

It is important to remember that the ProPHDS is a reduced-item version of the PHDS,
therefore not all of the quality measures are in this shortened tool.

! More information about the reliability and validity quality measures based on the PHDS items can be found in the
Pediatrics articles and Commonwealth Fund report listed in Step 1.



The 13 core PHDS quality measures are:

1.

10.

11.

12.

13.

Anticipatory guidance and parental education provided by doctors or other health care
providers.

Assessment of parent concerns about their child's learning, development, and behavior.
Provision of specific information to address parental concerns.
Follow-up for children at risk for developmental, behavioral, or social delays.

Administration of a standardized, parent-completed developmental and behavioral
screening tool.

Assessment of psychosocial issues in the family.
Assessment of smoking, substance abuse, and safety in the family.
Provision of family-centered care that respects, listens to, and partners with parents.

Coordination of care for children requiring multiple types of health care services or
seeing more than one health care provider (items included in the PHDS only).

Helpfulness of care provided to parents (items included in the PHDS only).

Effect of care provided on parental confidence (items included in the PHDS only).
Provision of written or other types of health information to parents on caring for their
child, preventing injuries, and ensuring optimal development (items included in the

PHDS only).

Provision of information about resources in the community for parents.

Table 5.1 provides a detailed description of the individual items that go into each of the 12
quality measures.



Table 5.1: PHDS Items Included in Each Quality Measurement Topic

Quality Measure

Topics Included in Quality Measure

PHDS/
ProPHDS-
Survey
Items

Number of
Individual
Items

Anticipatory
Guidance and
Parental
Education from
Doctor or Other
Health Care
Providers
(AGPE)?

Assesses whether a core subset of recommended
anticipatory guidance topics were discussed with
child's health provider and if not, whether the parent
wished topics had been discussed or if he/she already
had information about the topics and did not need to
discuss them.

Age-Specific Topics:

3-9 Months: What parents can do to help their child
grow and learn, behaviors to expect, breastfeeding,
food and feeding, sleeping positions and sleep areas,
night waking and fussing, how child communicates,
what child understands, how child responds to others,
burn avoidance, car seats, house safety, importance of
picture books/reading, TV watching, and childcare.

10-18 Months: What parent can do to help child grow
and learn, behaviors to expect, vitamins and food,
bedtime routines, words and phrases child uses and
understands, preventing bottle mouth, child's
independence, guidance and discipline techniques,
parental education about toilet training, car seats, house
safety, what to do if child swallows certain kinds of
poisons, reading to child, TV watching, childcare.

19-48 Months: What parent can do to help child grow
and learn, behaviors to expect, nutrition and eating
habits, bedtime routines, toilet training, words and
phrases child uses and understands, how child gets
along with others, guidance and discipline techniques,
ways to teach child about dangerous situations, car
seats, house safety, what to do if child swallows certain
kinds of poisons, reading to child, TV watching,
childcare.

Q7, Q8/
QL, Q2

Q9, Q10/
Q1,Q2

Q11, Q12/
Q1, Q2

16

17

15

% The items related to anticipatory guidance and parental education are different depending on the age of the child
and as described in Step 2.4.




Table 5.1: PHDS Items Included in Each Quality Measurement Topic (Continued)

PHDS/ Number of
: . . : ProPHDS- | Individual
Quality Measure Topics Included in Quality Measure Survey lterms
Items
2. Ask About Assesses whether providers ask parents whether he/she
Concerns has concerns about child's learning, development, and Q21/Q5 1
behavior.
3. Address Assesses whether parents with concerns about their
Parental child's learning, development, and behavior received
Concerns specific information addressing their concerns. (Note: Q22/Q6 1
Items derived from the PEDS®© used to identify
concerned parents [PHDS Q18-Q20, ProPHDS Q4])
4. Follow-Up for Assesses whether children who are determined to be at
Children at Risk | significant risk for developmental, social, or behavioral
for Delays delays (Note: Items derived from the PEDS®© used to
identify children at sig. risk [PHDS Q18-Q20,
ProPHDS Q4])* had appropriate follow-up health care. Q23/Q7 4
Follow-up items include testing of child's learning
development and behavior, referral to another doctor or
speech/language testing, and/or whether a doctor or
other health provider noted a concern that should be
watched carefully.
5. Administration | Whether the child's health care provider administered a
of a parent-completed standardized developmental and Q26,
Standardized behavioral screening tool. Q26a, 1 stem, 2
Developmental Q26b/ follow-up
and Behavioral Q9, Q9a,
Screening Q9b
(SDBS) Tool
6. Assessment of Assesses whether health care providers asked the
Psychosocial parent about their own psychosocial well-being, Q27 c,d;
Issues in the including depression, emotional support, changes or Q28 c,d/ 4/3
Family stressors in the home, and how parenting is working. Q10 b-d
(Note: This can be through the use of a parent-
completed questionnaire)
7. Assessment of Assesses whether health care providers asked the
Smoking, parent about smoking, substance abuse, safety, and Q27 a,b;
Substance firearms in the home. (Note: This can be through the Q28 a,b/ 4/2
Abuse, and use of a parent-completed questionnaire) Ql0a,e
Safety in the
Family
8. Family-Centered | Parent reports that child's health care provider delivers

care in a family-centered manner, e.g., understands




Care specific needs of child and concerns of parent, builds Q13, Q14/ 10/5
confidence in the parent, explains things in way the Q3
parent can understand, and shows respect for a family's
values, customs, and how they prefer to raise their
child.
9. Care Assesses whether children requiring more than one
Coordination type of health care service received needed help Q5a/NA 1
coordinating care.
10. Helpfulness of Parent report of how helpful information from child's
Care Provided | health care providers was in specific areas of parenting
such as understanding child's behavior, protecting child | Q15/NA 4
from injuries, and helping the parent learn to meet their
own needs.
11. Effect of Care Parent report on the effect of care on their confidence
on Parental in: doing things for child to help him/her grow and Q16/NA 4
Confidence learn, protecting child from injuries, addressing special
concerns, and managing parenting responsibilities.
12. Health Assesses whether information was provided
Information outside/inside the health care provider's office (mail, Q17/NA 3
clinic pamphlets, videos, etc.) on the following: safety,
health care utilization, developmental information.
13. Provision of Assesses whether information was provided by the Q8i/Q2i
information about child’s doctor or other health providers about resources
resources in the in the community for the parent. Q10i/Q2i 1
community for
parents Q12i/Q2i

*See Table 5.4 for information on determining if a child is at high or moderate risk for
developmental, behavioral, or social delays.

¥] For each child, recode item-level survey responses.

The quality measures are scored for each child whose parent completed the survey. The
first step in creating the quality measure is to recode each item that goes into the quality
measure into a 0-100 value indicating whether quality of care is received.




Tip from the Field

CAHMI recommends that you recode each individual item into a 0-100 value
rather than transform the composite quality measure to a 0-100 value. We
recommend this approach because many users will examine item-level findings in
addition to the quality measure findings (e.g., the number of children whose
parents were asked if they were experiencing symptoms of depression).

The following is the recommended process for recoding the individual survey items:

Recoding Step 1: Map Items to Quality Measures

Map the items to each of the corresponding quality measures, as shown in Table 5.2 on
the following page. Remember: If you added questions and re-numbered the survey, the
question numbers in your survey may differ.

Recoding Step 2: Create New Items and Recode Response Options Used to Score
Quality Measures

Assign a quantitative value to each survey item response options (e.g., "yes" vs. "no").
Recode the response options for each survey item used in a quality measure so that the
values fall between 0 and 100, where zero indicates quality health care was not received
and 100 indicates quality health care was received. Be sure not to recode the original
items in the data set. Instead, you should create new items in case you make a mistake.
Use Table 5.2 as a guide to rescore each of the items. Missing responses are NOT given a
valid score and are NOT included in the calculation of the quality measure.

Important Note: There are two versions shown for how to score the anticipatory
guidance and parental education (AGPE) quality measure presented in Table 5.2.

e Version A is the average proportion of recommended topics discussed by the child's
health care provider. This measure answers the question of how many recommended
AGPE topics on average are discussed and whether parent questions were answered.

e Version B is the average proportion of topics for which the parents had their
informational needs met. This measure assesses the number of topics for which the
parent reported "Yes, the topic was discussed," or "No, the topic was not discussed,
but I wished it had been discussed.” This measure answers the question of whether
parents are having their informational needs met on recommended anticipatory
guidance and parental education topics.

The version you decide to use should be based on your research questions and goals for
the study.

CAHMI recommends that you create both versions, as each is valid and valuable and
each one answers different questions about the level of care provided.



Table 5.2: Item-Level Recodes for Core PHDS Quality Measures

: PHDS/ . . Value
Quality Measure p Original Response Options Assigned to
roPHDS
Response
Anticipatory Guidance and Q7, Q8, Q9, | 1=Yes, the topic was discussed 100
Parental Education from Q10, Q11,
Doctor or Other Health Care Q12/ 2=Yes, the topic was discussed
Providers but my questions were not
Q1, Q2 answered completely
Version A: Average
proportion of topics parents 3=No, but I wish we had talked
report were discussed. about that
4=No, but I already had 0
information about the topic and
did not need to talk about it any
____________________________________________________________________ more
Version B: Average Same as 1=Yes, the topic was discussed
proportion of topics parents above
had their informational needs 4=No, but | already had 100
met. information about the topic and
did not need to talk about it any
more
2= Yes, the topic was discussed 0
but my questions were not
answered completely
3= No, but I wish we had talked
about that
2. Ask About Parental Concerns Q21/ 1=Yes 100
About Their Child's Learning,
Development, and Behavior Q5 2 =No 0




Table 5.2: Item-Level Recodes for Core PHDS Quality Measures (Continued)

3. Address Parental Concerns Q22/ Only recode the item for children whose parents
responded "yes" or "a little" to one or more of
Q6 the PEDS®© items. See Table 5.1 for more
detail.
1=Yes 100
2=No 0
4. Follow-Up for Children at Risk Only recode the items for children identified as
for Developmental Delays Q23/ at high or moderate risk for delays based on the
PEDS®© items. See text following Table 5.2 for
Q7 additional specifications.
1=Yes 100
2=No 0
5. Administration of a Q26, Q26a, | 1 =Yes 100
Standardized Developmental Q26b/
and Behavioral Screening
(SDBS) Tool 0Q9,Q9, |2=No 0
Q9%
6. Assessment of Psychosocial Q27cd; |1=Yes 100
Issues in the Family Q28 c,d/
Q10 b-d 2=No 0
7. Assessment of Smoking, Q27a.b; |1=Yes 100
Substance Abuse, and Safety in Q28 a,b/
the Family _
2=N
Q10 a.e 0 0
8. Family-Centered Care Q13, Q14/ | 1 = Never 0
2 = Sometimes 0
Q3 3 = Usually 100
4 = Always 100
9. Care Coordination Q5a/ 1=Yes 100
2=No 0
NA 3 = Child did not get care from
different providers or use more Missing
than one service
10. Helpfulness of Care Provided Q15/ 1 = Very helpful 100
A 2 = Helpful 100
3 = Somewhat helpful 0

4 = Not at all helpful 0




5 = We did not discuss Missing

11. Effect of Care Provided on Q16/ 1= 1 feel a lot more confident 100
Parental Confidence 2= | feel a little more confident 100
NA 3= 1 do not feel more or less
: 0
confident
4= | feel less confident 0
12. Health Information Q17/ 1=Yes 100
NA 2=No 0
13. Provision of information about | Q8i/Q2i 1=Yes, the topic was discussed 100
resources in the community for
parents Q10i/Q2i 2=Yes, the topic was discussed
Version A: Resources but my questions were not
Provided Q12i/ Q2i answered completely
3=No, but I wish we had talked
about that
4=No, but I already had 0

information about the topic and
did not need to talk about it any

more
Version B: Parents had their | Same as 1=Yes, the topic was discussed
informational needs about above
resources in the community 4=No, but I already had
i . : 100
met. information about the topic and
did not need to talk about it any
more
2= Yes, the topic was discussed 0

but my questions were not
answered completely

3= No, but | wish we had talked
about that

Additional Specifications for Item-Level Recodes for Measure #4:
Follow-Up for Children at Risk for Developmental, Behavioral or Social Delays

As noted in Table 5.2, this measure (and the individual item-level recodes) is scored only for
children identified as at significant risk (high or moderate) for developmental, behavioral, or
social delays. Children are identified as "at risk" based on parents' responses to the Parents'
Evaluation of Developmental Status© items included in the PHDS/ProPHDS. The PHDS




includes nine items from the PEDS tool; the ProPHDS includes six items from the PEDS
tool.

The scoring algorithm presented below is adapted from the Parents' Evaluation of
Developmental Status© specifications and approved by Frances Glascoe, Ph.D., for
identifying a denominator of children for whom follow-up care should have been received.



Overview of the scoring algorithm for the adapted PEDS®© items in the PHDS:

= Specific concerns parents have about their children at specific ages can be an
indication of a child's risk for developmental, behavior or social delays.

= Children whose parents have one or more "indicator" concerns (parent said "yes" or
"a little") are identified as being at significant risk. Children whose parents have
noted concerns for only one indicator item are at moderate risk for delays. Children
whose parents note two or more concerns about indicator items are at high risk for
delays.

Table 5.3 below describes the age-specific "indicator" concerns for the PEDS®© items in the
PHDS and ProPHDS:



Table 5.3: Risk Category based on the PEDS© Items in the PHDS/ProPHDS

éﬁﬁgi High Risk Moderate Risk Low Risk No Risk
3-17.99 | Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little" "yes" or "a little" to "yes" or "a little"” "not at all" to all
to two or more of | one of the following: | to one of the PEDS®© items
the following: following:
Y 18a-b, 20a with
Y 18a, 18b any other concerns | Y 18c, 19a-c,
(PHDS) for any other 20b-c, 20a
Y 4a, 4b PEDS item only (PHDS)
(ProPHDS) (PHDS) Y Q4c, 4d, 4f
Y 4a, 4b, and 4f with only
any other concern (ProPHDS)
for any other
PEDS item
(ProPHDS)
18-35.99 | Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little" "yes" or "a little" to "yes" or "a little” | "not at all" to all
to two or more of | one of the following: | concern to one of | PEDS®© items
the following: the following:
Y 18a-c (PHDS)
Y 18a-c (PHDS) |Y 4a, 4b, 4c Y 19a-c, 20a-c
Y 4a, 4b, 4c (ProPHDS) Y 4d, 4e, 4f
(ProPHDYS) (ProPHDS)
36-48 Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little" "yes" or "a little" to "yes" or "a little" "not at all" to all
to two or more of | one of the following: | to one of the PEDS® items

the following:

Y 18a-c,19b
(PHDS)

Y 4a, 4b, 4c, 4d
(ProPHDS)

Y 18a-c,19b (PHDS)
Y 4a, 4b, 4c, 4d
(ProPHDS)

following:

Y 193, 19c, 20a-c
(PHDS)

Y Ade, 4f
(ProPHDS)




Important Note

This four category age breakout is different than the age breakout for the age-specific
versions of the survey (3-9.99 months, 10-18.99 months, 19-45.99 months). Therefore,
you need to be sure to use the child's age, in months, that was collected at the time of
sampling and described in Step 2.3.

&4 Calculate child-level, composite PHDS quality measures.
Once you have finished recoding the individual items, you are ready to use these
variables to calculate a composite score for each quality measure summarizing the item-
level scores for each child included in the study.

The scoring methods used for each of the quality measures are described in Table 5.3 and
followed by examples so you can see exactly how the measure is calculated.

CAHMI recommends that you only score a quality measure for those children whose
parents answered at least half of the items that are included in the quality measure.

If a child's parent answered less than half of the items in that measure, their score is
considered missing.

If a measure has an odd number of items, round up.




Table 5.4: Scoring Algorithm for Core PHDS Quality Measures

Type of What the Measure How Quality Measure Is Calculated
. Measure Tells You (Note: For all measures, the denominator
Quality Measure i
only includes those who answered at least
half of the items in the scale)
1. Anticipatory Guidance and Parental
Education (AGPE)
Version A: Average proportion of Mean Avg. proportion of rec. Numerator: Number of "yes, item was
topics parents report were topics discussed. discussed" responses.
discussed.
Denominator: Number of items parent
e |answered.
Version B: Average proportion of Mean Avg. proportion of rec. Numerator: Number of "yes, item discussed”
topics on which parents had their topics on which parents | or "no, but had info and did not want to
informational needs met. had their informational discuss it" responses.
needs met.
Denominator: Number of items parent
answered.
2. Ask About Parental Concerns About Proportion Proportion of children Numerator: A "yes" response.
Their Child's Learning, whose parents were asked
Development, and Behavior about their concerns. Denominator: Number of items parent
answered.
3. Address Parental Concerns Proportion Proportion of children Numerator: A "yes" response.
whose concerned parent
received info. Denominator: Number of items parent
answered.
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Table 5.4: Scoring Algorithm for Core PHDS Quality Measures (Continued)

Follow-Up for Children at Risk for Proportion Proportion of children at | Numerator: Risk-specific scoring.
Developmental, Behavioral or Social risk who received follow- | Moderate Risk: Parent said "yes" at least once
Delays up care. to any of follow-up questions (a-d). High
Risk: Parent said "yes" to a, b, or
d.Denominator: Parent who responded to 2/4
of the items and whose child is at
high/moderate risk.
Administration of a Standardized Mean Proportion of children Numerator: Whether parent said yes to all
Developmental and Behavioral whose parents completed | three items.
Screening (SDBS) Tool an SDBS.
Denominator: Parent responded to all three
items.
Assessment of Psychosocial Well- Mean Avg. proportion of rec. Numerator: Number of "yes, item was
Being of Parent(s) in the Family topics assessed. discussed" responses.
Denominator: Number of items parent
answered.
Assessment of Smoking and Mean Avg. proportion of rec. Numerator: Number of "yes, item was
Substance Use in the Family topics assessed. discussed" responses.
Denominator: Number of items parent
answered.
Family-Centered Care (FCC) Mean Avg. proportion of rec. Numerator: Number of "usually or always"
aspects of FCC regularly | responses.
received.
Denominator: Number of items parent
answered.
Care Coordination (CC) Proportion Proportion of children Numerator: A "yes" response.
whose parents received
CC. Denominator: Number of items parent
answered.
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Table 5.4: Scoring Algorithm for Core PHDS Quality Measures (Continued)

10. Helpfulness of Care Provided Mean Avg. proportion of topics | Numerator: Number of "very helpful-
for which parent reported | helpful” responses.
care was helpful or very
helpful. Denominator: Number of items parent
answered.
11. Effect of Care Provided on Parental Mean Avg. proportion of topics | Numerator: Number of "I feel a lot more
Confidence parent reported positive | confident—I feel a little more confident"
influence on confidence. | responses.
Denominator: Number of items parent
answered.
12. Health information Mean Avg. proportion of topics | Numerator: Number of "yes, item was
health info. received. discussed" responses.
Denominator: Number of items parent
answered.
13. Provision of information about Proportion Proportion of children Version A:

resources in the community for parents

whose provide discussed
resources in the community
(version A) OR Proportion
of children whose parents
had their information needs
met on resources in the
community (version B).

Numerator: Number of "yes, item was
discussed" responses.

Denominator: Number of items parent
answered

Version B:

Numerator: Number of "yes, item discussed”
or "no, but had info and did not want to
discuss it" responses.

Denominator: Number of items parent
answered.
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Example 5.1: Health Information Quality Measure

Here is the scoring for Joel, Anne, and Steve for "Health Information.” This quality
measure includes items 17 a—c.

Their responses were as follows:

Joel: 17a. Yes 17b. No 17c. Yes
Anne: 17a. Yes 17b. Yes 17c. Yes
Steve: 17a. Yes 17b. Missing 17c. Missing

Their responses are given the following values:

Joel: 17a. 100 17b. 0 17c. 100
Anne: 17a. 100 17b. 100 17c. 100
Steve: 17a. 100 17b. No value 17c. No value

Therefore, their scores on the Quality Measure are:
Joel: Numerator 100+ 0+100 = 200 = 66.7
Denominator 3 3

Anne: Numerator 100 + 100 +100 = 300 = 100
3

Denominator 3

Steve: No score since he did not answer at least two of the three items included in the
quality measure.

Example 5.2: Helpfulness of Care Provided

Here is the scoring for Ted's answers to the items for "Helpfulness of Care Provided.” This
measure includes items 15a-d.

Responses and corresponding values:
15a. Somewhat helpful 100
15b. Very helpful 100
15c. Not at all helpful 0
15d. Helpful 100

Ted's score for the quality measure is:

Numerator (100 + 100+ 0+ 100) =75
Denominator 4
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Example 5.3: For Follow-Up Children
at Risk of Developmental, Behavioral, or Social Delays

Here is the scoring for Jack, Janet, and Chris for "Follow-Up for Children at Risk of
Developmental Delay." This measure is comprised of items 24a—d in the PHDS (7 a-d in
the ProPHDS) and is scored only for those children who have been identified as being at
risk for a developmental delay.

Jack and Janet are both at high risk for developmental delay. Chris and Larry are both at
moderate risk for developmental delay.

Their responses were as follows:

Jack (high risk): 24a. Yes 24b. No 24c. Yes 24d. No
Janet (high risk): 24a. No 24b. No 24c. Yes 24d. No
Chris (mod. risk): 24a. No 24b. No 24c. No 24d. No
Larry (mod. risk): 24a. Yes 24b. No 24c. Yes 24d. Missing

Therefore, their scores on the quality measure are:

Jack: 100 (answered "yes" to at least one of the necessary items)

Janet: 100 (answered "yes" to both 24c and 24e)

Chris: 0 (did not answer "yes" to any of the items)

Larry: 100 (answered "yes" to at least one item, even though one item was missing)

¥ Specify and assign 'threshold level of quality” cut-points to each measure and calculate
child-level versions of these quality measures.

Once you have calculated the core PHDS quality measures, it is helpful to identify those
children who received a threshold level of care.

The threshold scoring method creates a discrete, binomial measure for each aspect of care
and assesses how many children received a certain level of an aspect of care.

The quality measures that are proportions are already scored in a way that indicates
children who did or did not receive the aspect of care (Measures 2, 3, 4, 5, and 9). The
threshold scoring method recodes the mean quality measures into a binomial variable,
where 100 equals children who received a sufficient level of quality of care and 0 is
children who received less than the threshold level of care specified.

Table 5.4 provides a description of threshold measures that can be created for each of the
mean, core PHDS quality measures. These thresholds are based on the following: 1)
validity analyses of the cut points for these measures as related to other indicators of
health care quality in the PHDS, 2) consensus obtained in interviews with frontline health
care providers, system leaders, and advisors to CAHMI. Additional information about
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these interviews and the threshold can be found at www.cahmi.org. Lastly, a thorough
description of threshold measures based on PHDS items can be found in the Bethell et al.
article, "Measuring the quality of preventive and developmental services for young
children: national estimates and patterns of clinicians' performance™ (Pediatrics. 2004
Jun;113(6 Suppl):1973-83).

Tip from the Field

CAHMI recommends that you determine the "threshold" level of care based on
your own project goals. We recommend that you conduct key stakeholder
interviews about the scoring approach you plan to use for each quality measure.
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Table 5.5: Scoring Algorithm for ""Threshold Version™ of Measures

Quality Measure

Threshold Score for
Quality Measure

Level of Quality Care

Threshold Scoring Represents

. Anticipatory Guidance and
Parental Education (AGPE)

Version A: Average
proportion of topics parents
report were discussed.

Version B: Average
proportion of topics on which
parents had their
informational needs met.

Mean > 80

Mean=100

Children whose parents
responded that the topic was
discussed 80% or more of the
AGPE items.

Children whose parents had their
informational needs met on all
AGPE items.

. Ask About Parental

Concerns About Their
Child's Learning,
Development, & Behavior

Already a proportion
measure

Children whose parents were
asked about their concerns.

. Address Parental Concerns

Already a proportion

Children with concerned parents

measure who got information.
Follow-Up for Children at Already a proportion Children at risk for
Risk for Developmental, measure developmental, behavioral, or

Behavioral, or Social Delays

social delays who received
follow-up care.

. Administration of a

Already a proportion

Children whose parents

(FCC)

Standardized measure completed an SDBS.
Developmental and

Behavioral Screening

(SDBS) Tool

. Assessment of Psychosocial Mean > 0 Children whose parents were
Well-Being of Parent(s) in assessed for 1 or more topics
the Family related to psychosocial well-

being.

. Assessment of Smoking and Mean >0 Children whose parents were
Substance Use in the assessed for one or more topics
Family related to smoking, substance

abuse or safety.
Family-Centered Care Mean = 100. Children whose parents routinely

receive all aspects of family-
centered care.
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Table 5.5: Scoring Algorithm for " Threshold Version™ of Measure (Continued)

9. Care Coordination (CC) Already a proportion Children whose parents received
measure CC.
10. Helpfulness of Care Mean = 100 Children whose parents reported
Provided care provided as helpful or very
helpful.
11. Effect of Care Provided on Mean = 100 Children whose parents reported
Parental Confidence care had a positive influence on
their confidence.
12. Health information Mean = 100 Children whose parents got all
health information.
13. Provision of information Proportion=100 Children whose health care

about resources in the
community for parents

providers discussed resources in
the community (version A) OR
whose parents had their
informational needs met on
resources in the community
(version B).
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@@ STEP 5.2: Calculate PHDS "Got all care™ composite measure

’ What is the purpose of this step?
The purpose of this step to specify and construct a composite "got all care measure™ that
summarizes how many children received all of the individual components of care measured in
the PHDS. This measure represents what Thomas Nolan, Ph.D., and Donald Berwick, M.D.,
M.P.P., refer to as an "All or None" measure.
In this step you will:
&1 Learn about the value of a composite "got all care" measure.
& Learn about options for creating a composite "got all care™ measure.
&1 Consider key methodological issues in calculating a "got all care" measure.

B Specify and calculate the "got all care™ measure to be used for your

project.
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! Thomas Nolan, Donald Berwick. All or None Measurement Raises the Bar on Performance .JAMA. March 8,
2006- Vol 295, No (10).
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’g Guidelines and Issues to Consider

& Learn about the options for creating a composite "got all care™ measure.
As explained in "All or Nothing," the Journal of the American Medical Association article
by Nolan and Berwick, composite measures describing how many children got all aspects
of recommended care are powerful because they:
1. Reflect the interests and likely the desires of patients.
2. For the PHDS, reflect the comprehensive care recommended.
3. Foster a system perspective.
4. Are sensitive to assessing improvements.
However, for the "got all care™ composite measure to be meaningful and useful, your
project team needs to think critically about a scoring approach that maps to the standard

and level of care believed to be optimal and achievable in your system.

Specifically, your project team needs to consider the following before constructing a "got
all care” composite measure:

= Your project goals

For example: Will you use the "got all care” composite measure as part of a pay-for-
performance effort? If so, you will want to ensure that each individual PHDS
measure included in your "got all care” measure meets your standards for pay for
performance and is achievable.

= Outcomes you hope to achieve

For example: The PHDS focuses on many aspects of care. Perhaps your goal is to
have providers initially focus their quality improvement efforts on specific aspects of
the PHDS. Therefore, you may want to include only those aspects of care in the "got
all care” measure.
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= The perspective of the providers being assessed

For example: You want providers to have buy-in on the "got all care measure" so that
it is informative and is used to improve care. What version of the anticipatory

guidance and parental education measure is most valued by providers in your health
system?

Tip from the Field

CAHMI recommends you conduct key stakeholder interviews about the "got
all care" composite measure and the individual measures and scoring approach
you plan to use. In past projects, this has been an important component of the
project to ensure that there is buy-in from various stakeholders about the level of
care that is expected.

& Learn about options for creating a composite "got all care™ measure.

Table 5.4 describes the individual, "threshold" versions of the core PHDS quality
measures. Because the composote "got all care” variable is a discrete variabe that
indicated those who "got all aspectes of care" versus those who did not, it is valuable to
use the threshold versions of the specific aspect of care measures.
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The first step in creating your "got all care” measure is determining which of the
individual, topic-specific measures you will use.

Below are some options to consider:

Option 1: Include all of the measures listed in Table 5.4.

Option 2: Include only those measures that are anchored to specific aspects of care

recommended. (This option does NOT include the measures focused on the

experience of care such as Family-Centered Care and Helpfulness of Care quality

measures.)

= Option 3: Include only those measures that are anchored to specific aspects of care
recommended and that are dependent on the health care provider. (This option does
NOT include the Family Centered Care, Helpfulness of Care, and Health Information
measures.)

= Option 4: Include only those measures that are anchored to specific aspects of care
recommended and are applicable to every child in the survey. (This option does NOT
include the Family Centered Care, Helpfulness of Care, Health Information , Give
Concerned Parents Information, Follow-Up for Children at Risk measures.)

= Option 5: Include only those measures that you plan to address with targeted quality

improvement efforts and/or that you will use for pay-for-performance efforts.

=
=

Once you have identified what measures you will include in your "got all care” measure,
you then need to specify the version of the individual, topic-specific measures you intend
to use. Specifically, you need to clarify the following:

= Anticipatory Guidance and Parental Education (AGPE) quality measure: Will you use
Version A or Version B? Version A should be used if the goal is for the provider to
discuss all recommended AGPE topics. Version B should be used if the goal is to
ensure that parents informational needs are met on all topics.

The last step is to then calculate, for each child, how many received all components of
care (i.e., scored 100 on every measure). The "got all care” quality measure should be
scored ONLY for children who have a score for each of the individual measures.
(Important Note: If you decide to include measures that are only applicable to certain
children (e.g., Follow-up for Children at Risk), be sure that you only score the variable
for those quality measures the child should have received.)
Therefore, the "got all care” variable is a discrete, binomial variable:

100 = Child received all aspects of care

0 = Child did not receive one or more aspects of care
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In the past, we have calculated the "got all care™ variable through one of two methods:

1) Create a count variable across the individual threshold measures specificed in
Table 5.4. Recode the count variable so that those children who have the highest
count possible get a 100 and those children with less than the highest score get a
0.

Important Note: This count variable is a valuable measure on its own, providing
information about the range of individual components of care received.

2) Create a mean variable across the individual treshold measures. Then recode the
mean variable so that those children with a mean score of 100 get a 100 and those
with a mean score of less than 100 get a 0.

Important Note: This mean variable is a valuable measure on its own, providing
information about the mean number of individual components of care received.

Example 5.4: ""Got All Care' Measure

The Healthy Development Collaborative used the ProPHDS to evaluate
their quality improvement efforts. Their trainings focused on four aspects of
developmental care:

1) Anticipatory guidance and parental education (AGPE).
2) Asking about parental concerns.

3) Assessing the parent for depression.

4) Assessing the parent for other issues.

Participating practices were asked to focus on at least three out of four
components of care for their improvement efforts.

A "got all care" quality measure was created to identify how many children

received at least three out of four components of care.
They used the following "threshold" versions of the measures:

1) Child had parents with their information needs met on AGPE.

2) Child's parent was asked about his/her concerns.

3) Child's parent was asked about whether he/she felt depressed.

4) Child's parent was asked about one or more of the items in measures 6
and 7.

A count variable was created across these four "threshold" versions of care.
Children who received at least three-fourths of the components of care were
identified as having "got all" components of care focused on in the Healthy
Development Collaborative.




&1 Consider other key issues in calculating "got all care” composite measure.

There are many options for the "got all care” measure, and the previous section focused
on some of the methodologies recommended by CAHMI. Again, the value of the "got all
care" is its ability to provide meaningful and relevant summary information. Therefore,
we know that it is important to explore various versions of the measure to be sure that it
matches with your project goals.

Below are two additional issues you may consider in creating a "got all care™ quality
measure that are often encountered by users of the PHDS:

e Mean-based "got all care™ measure: The methodology described earlier used
the discrete, threshold versions of the core PHDS quality measures (Table 5.4).
Another option is to take the mean of the threshold versions and identify a
specific number of individual components of care that should have been received
for a child to have received a sufficient level of care. For example, you may feel
that if the child received 10 of 12 individual componets of care, this would meet a
sufficient level of quality. A third methodology is to calculate the sum of the
mean versions of the quality measures (Table 5.3), and to determine a "cut off
point™ for the sum value that equals a sufficient level of quality.

e Weighting: The methodology described by CAHMI assigned an equal weight to
each of the measures. You may feel that certain measures should have a higher
weight than others.

&1 Specify and calculate the "got all care™ measure.

Once your team has reviewed the options for the "got all care™ variable and decided upon
your goal and the appropriate, related scoring, you will then calculate the "got all care”
measure for each child.

Because the "got all care™ measure is meant to describe the proportion of children that
received all aspects of care, CAHMI recommends that you only score the "got all care"
measure for those children with scores to all of the individual quality measures. For
example, a child who only has valid scores for two out of the eleven individual, aspect of
care specific quality measures should not be included in the "got all care” measure
scoring.
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E}@ STEP 5.3: Calculate alternate versions of the PHDS quality
measures

’ What is the purpose of this step?

The purpose of this step is to construct additional versions of the core PHDS quality measures.

In this step you will:
& Consider other options for scoring PHDS quality
measures. 1 Calculate negative indicator meaures.

B Calculate topic-specific Anticipatory Guidance and Parental Education (AGPE)
versions of the measures.

Guidelines and Issues to Consider

&1 Consider other options for scoring PHDS quality measures.

It is often helpful to look at information from different angles and perspectives to gain a
more complete, multidimensional picture. Think about your research questions and which
of the scoring methods outlined here best answers those questions and makes a compelling
story. Be creative when approaching your scoring. While we have provided
recommendations here, there is no "one-size-fits-all" method.
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Additional and useful ways to consider scoring one or more of the PHDS measures include:

= Negative indicator measures: Proportion of children who did NOT receive
recommended care.

The measures described in Step 5.1 tell you whether children receive recommended
care. You can also create measures that highlight care that children did not
consistently receive. This approach provides information for doctors and health care
providers on missed opportunities to provide aspects of recommended care.

For example, instead of reporting that 39.2 percent of parents indicated that their
child's doctor or health care provider discussed all topics included in the Anticipatory
Guidance and Parental Education quality measure, you could report that 60.8 percent
of parents indicated that their child's doctor or health care provider did not discuss
one or more of the anticipatory guidance topics with them. You use the same score,
but report it in a different way.

Example 5.5: Positive and Negative Indicators Using the PHDS Quality Measures

Measure Positive Indicator Negative Indicator

Anticipatory Guidance and % of parents responding % of parents responding
Parental Education "yes," items were "no, item was not
discussed" to all items. discussed" to one or
more of the items.
Follow-Up for Children at % of parents responding % of parents responding

Risk for Developmental "yes" to at least one of "no" to all of the items.
Delays the items

Family-Centered Care % of parents responding % of parents responding
"usually or always" to "never" or "sometimes"
all items. to at least one item.
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= Topic-specific versions of the Anticipatory Guidance and Parental Education (AGPE)
measure.

The quality measure focused on AGPE is comprised of approximately 15 to 17 age-
specific items and represents a number of recommendations for topics to discuss
during a well-child visit.

One valuable way to assess this important aspect of care is to examine whether AGPE
focused on specific topics, such as:

e The physical care of the child
e Development and behavior issues
e Injury prevention

Past studies using the PHDS have shown that providers are significantly less likely to
talk about (and parents have more unmet informational needs about) development,
behavior, and injury prevention, compared with the physical care of the child.
Second, providers who systematically provide AGPE on one set of topics are not
necessarily more likely to provide AGPE on another set of topics. Therefore, this
additional scoring approach to the AGPE measure will allow you to assess variations
in the provision of specific kinds of AGPE.

Using the same recodes that you created in Step 5.1, you can create three topic-
specific versions of the AGPE quality measures. We recommend that you create the
two versions for each measure: Version 1 should address whether health care
providers talk about recommended topics, and Version 2 should address whether
parents have their informational needs met on the topic.

Table 5.6 provides a detailed summary of each topic-specific version of the AGPE measure.

Tip from the Field

Consider using topic-specific versions of the AGPE measure in your "got all care"
variable. By doing so, you will further highlight the importance of these topics by
having three measures related to this aspect of care, and you will be able to assess
variations in the kinds of AGPE provided.
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Table 5.6 Overview of the Topic-Specific Version of the Anticipatory Guidance and
Parental Education (AGPE) Measure

Topic-Specific

Version of the Overview of Topics Included® PHDS ProPHDS
AGPE Quiality Items Item
Measure
Physical Care What parent can do to help child grow 3-9 mo. Version:
and learn, breastfeeding, vitamins and 1a,1c,1d,
food, feeding, sleeping positions and 7a,7¢,7d, le,1f, 29, 2h
sleep area, bedtime routines, 7e,7f, 8g, 8h, 10-18 mo.
preventing bottle mouth, whether child 9a,9¢,9d,9q, Version:
watches TV, and childcare. 9h,10g, 10h, 1a,1c,1d,1q,
11a,11c,11d, 1h,2g, 2h
12,129 19-48 mo.
Version:

1a,1c,1d,2f,2g

Development and Behaviors to expect, night waking and 3-9 mo. Version:

Behavior fussing, how child communicates 1b,1g,1h,2a,2b, 2f
needs (words and phrases child uses 7b,79,7h,8a,8b, 10-18 mo.
and understand), what child is able to 8f, 9b,9e,9f,9i, Version:
understand, how child responds to and 10a,10b,10f, 1b,1e,1f,1i,
gets along with others, child's 11b,11e,11f,11g, 2a,2b,2f
independence, toilet training, guidance 11h, 12e 19-48 mo.
and discipline techniques, importance Version:
of showing a picture book/reading to 1b,1e,1f,1g,1h, 2e
child.

Injury Prevention Car seats, house safety, how to avoid 3-9 mo. Version:
burns, what to do if child swallows 2c,2d,2e
poisons. 8c,8d,8e 10-18 mo.

10c,10d,10e Version:
12a,12b,12c,12d 2c¢,2d,2e
19-48 mo.
Version:
2a,2b,2c,2d

! The AGPE section is specific to the age of child. The wording presented in the table summarizes key topics in the
survey and does not reflect the exact wording used the survey. See the PHDS and ProPHDS surveys provided in the
Appendices for the exact wording of each survey item. Second, not all topics listed are included in each age-specific
version of the survey (e.g., some items are only asked for children of a specific age).
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;@ STEP 5.4: Construct additional analytic variables

’ What is the purpose of this step?

The purpose of this step is to construct additional analytic variables that you will use to
examine the PHDS quality measures by child and/or family characteristics, health system
characteristics, and other units of analysis specified in Step 2 and Step 3.

In this step you will:

&1 Calculate the analytic variables you decided to use in the analysis of your PHDS
findings based on Steps 2.4, 2.5, and 3.2.

@ Guidelines and Issues to Consider

&1 Calculate the analytic variables you decided to use in the analysis of your PHDS
findings based on Steps 2.4, 2.5, and 3.2.

Your analytic variables are constructed using three sources of data:

1) Survey responses from items included in PHDS or ProPHDS that were not used to
calculate the quality measures. These items are included to provide additional
descriptive information about children and families included in the PHDS and
cover:

e Utilization of the health care system (e.g., emergency room, doctor's
office, hospital visits, and access to care issues).

e Whether the child has had one person whom parents consider to be a
personal doctor or nurse, and if applicable, the name of the provider(s) the
parent identified.

e Socio-demographic characteristics of child and parent.

e Parenting behaviors and family activities.

e Children with Special Health Care Needs (CSHCN) Screener (PHDS Q32-
35. See www.cahmi.org for detailed information about how to score the
CSHCN screener.)
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e Screener for maternal depression (PHDS Q41-Q43) using the scoring
algorithm recommended by Kathi Kemper, M.D.! (Positive response for
two or more items indicates the parent is currently experiencing symptoms
of depression.)

e Impact of care on parental confidence.

e Financial barriers to care.

These data can be used to provide descriptive information about the sample on
their own, and to stratify the results of quality measures using cross-tabulations.
Cross-tabulations often present the results in a way that is easier to understand
and can be more actionable for quality improvement because they highlight the
quality of care findings for specific groups.

2) Administrative and Utilization Data: These are the data collected when pulling the
sampling frame for the entire sample.

For example:
e Number of Health Plan Employer Data and Information Set (HEDIS)—
defined well-child visits.
e Provider with whom the child had the most well-child visits.
e Provider with whom the child is currently enrolled.

3) Supplemental Items: These are additional survey items you may have decided to
include in the PHDS during Step 2.4.

These data can be used to provide descriptive information about the sample on
their own, to stratify the results of quality measures using cross-tabulations.
Cross-tabulations often can present the results in a way that is easier to understand
and can be more actionable for quality improvement because they highlight the
quality of care findings for specific groups.

4) Descriptive information about the health system: These are additional descriptive
data collected in Step 4 collected from the Office System Inventory, assessments
of poster or handouts in the office, and the provider's standard templates for well-
child visits.

! Kemper KJ, Babonis TR. Screening for maternal depression in pediatric clinics.
Am J Dis Child. 1992 Jul;146(7):876-8.
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STEP 5.5: Evaluate quality measurement results for specific units
of analysis

’ What is the purpose of this step?
In Step 2, you identified specific units of analysis for which you would assess the quality of
care. The purpose of this step is to calculate the quality measure findings for these specific
units of analysis.
In this step you will:

&1 Calcuate the PHDS quality measures for each unit of analysis being measured.

&1 Consider issues related to provider-level scoring.

& Consider an additional PHDS quality measure.

@ Guidelines and Issues to Consider

&1 Calcuate the PHDS quality measures for each unit of analysis being measured.

Once scores are calculated for each individual child on each quality measure, these
individual-level scores need to be combined into a score for the entire unit you are
measuring, such as a health plan, office, provider, or total population sampled. This
is done by averaging all of the individual scores on a quality measure.

Group-level score =Y each individual respondents' quality measure scores

# of individuals with a quality measure score

In other words, the group-level score is an average score for all respondents for
whom a score could be calculated on that measure. Therefore, the denominator for
the group-level score for the quality measure is NOT the total number of
respondents; rather, it is the number of children whose parent answered at least half
of the items for that quality measure.
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Example 5.6: Group-Level Score

Let's say that you are scoring the Health Information quality measure for the Happy Health
Plan, and Charlie, Lynn, Polly, and Sam are the children in the health plan whose parents
have responded to the survey. (Forget about small numbers for the moment.)

The individual quality measure scores for each of the respondents are as follows:
Charlie =75

Lynn =100

Polly =0

Sam = no score (only answered 1 of the 4 items included in the quality measure)
The group-level score for Quality Measure #2 is:

Score=75+100+0=175=58.33
3 3

Notice that Sam was not included in the calculation (numerator and denominator) since he
did not have an individual score for the quality measure.
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All of the group-level scores for each quality measure are calculated in this manner. Note that
most statistical packages can calculate these scores for you automatically.

&1 Consider issues related to provider-level scoring.

There are two primary issues you need to consider when using the PHDS for provider-level
analysis:

1) Provider to whom you should assign the completed PHDS or ProPHDS survey. This
step determines what data source(s) will be used to identify the provider who most
likely provided a majority of the care the parent responded about in the survey and
therefore the survey scores should be assigned to that specific provider.

2) Mininimum number of completed surveys required to conduct provider-level
analysis.

Below are specifications for addressing these two issues:
Issue #1: Provider to whom you should assign the completed PHDS or ProPHDS survey.

The PHDS items are not anchored to one provider, but instead ask the parent whether
the child's "doctor or other health providers" did specific things. This wording allows
for a team to provide well-child care (e.g., medical assistant, nurse, and physician),
and allows for a child to have received well-child care from multiple people.

As highlighted in Step 2.4, CAHMI recommends that you include an item asking the
parent to identify their child's personal doctor or other health provider(s) if you intend
to use the results for provider-level analysis.

Therefore, most users will have three data sources that can be used to identify a
provider to assign the completed PHDS survey.

Data Source #1: Parent report of their child's personal doctor or nurse.

e This is the person(s) the parent identified in the PHDS. Only those parents
who report their child has a personal doctor or nurse are asked the follow-up
question to indicate the specific person(s).

Data Source #2: Utilization data.

e For the most part, the care asked about in the PHDS should be provided
during well-child visits. Therefore, it is valuable to identify the provider who
was responsible for a majority of the well-child visits the child received in the
last 12 months or since the child was born. If two providers were responsible
for an equal number of visits, then you should identify the person(s)
responsible for the most recent well-child visits.
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Data Source #3: Enrollment data (applicable to managed care systems).

¢ In most managed care systems, the child is enrolled or assigned to a specific
provider. Therefore, it is valuable to identify the provider with whom the child
has been enrolled for the longest time in the last 12 months or since the child
was born. If the child was enrolled with two providers for an equal amount of
time, then you should identify the person(s) resposnible for the most recent
well-child visits.

A single source or combination of these three data source(s) can then be used to
identify the provider to whom you should assign the PHDS. CAHMI recommends that
you explore the following before deciding which data source(s) to use:

e Examine the level of agreement between parent report and the utilization and
enrollment data. If there is a low level of agreement, CAHMI recommends
that you use parent-report as the gold standard.

e Examine the level of agreement between the enrollment and utilization data. If
there is a low level agreement, then the utilzation data should be used.

e Consider using multiple data sources. For example, a managed care plan used
the PHDS to create a provider-level report. A high degree of agreement was
observed between parent report and the utlization and enrollment data, and a
high level of agreement was observed between the utilization and enrollement
data. Therefore, the managed care plan assigned the completed PHDS survey
to the provider the child was enrolled with as his/her primary care provider,
AND required that the child saw the provider for at least one well-child visit.

Issue #2: Mininimum number of completed surveys required to conduct provider-level analysis.

As described in Step 2.2 (Table 2.2), CAHMI recommends that you have 30
completed surveys per provider if you are creating un-blinded provider-level reports.

If a provider-level report is being disseminated to inform quality improvement
activities and is only shared with the specific provider, you can create a report for a
provider for whom you have 15 completed surveys.

Other issues you should be sure to examine are:

= Sample sizes for the age-specific groups (3—9 months old, 10-18 months old, and
19-48 months old) to address any sample size issues.

= Sample size for the PHDS quality measures that only apply to specific groups of
children (e.g., Address Parental Concerns, Follow-Up for Children at Risk for
Developmental, Behavioral, or Social Delays).
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= Individual provider variation in the care he/she provides to various children and
families: Providers who are very consistent in the care they provide across
patients will need fewer surveys, as compared with providers who target certain
discussions to certain patients.

= Care Team: If the provider and nurse each provide components of the well-child
visit, then more surveys may be needed as the provision of care by two
individuals increases the level of variation in this communication-dependent
measure.

& Consider an additional PHDS quality measure.

Another valuable way to assess the quality of comprehensive care provided at the office
or provider level is to calculate the maximum number of individual care components
routinely provided by a specific office or by a specific provider. This value can then be
assigned to each child (using the provider or office to which the survey was assigned),
and descriptive analyses can be conducted for children by the maximum number of
individual care components their provider/office gave to children assessed in the PHDS.

This measure, called the "maximum number" quality measure, assesses the degree to

which individual providers or groups of providers focus on specific aspects of preventive
and developmental care.

Example 5.7 provides an example of the "maximum number" quality measure.
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Example 5.7: Maximum Number Measure

The Healthy Happy Plan implemented the PHDS and is using the survey to assess for care in two
offices (East and West). The Happy Health Plan created a count variable (See Step 5.2) of the
number of components of care each child received (Maximum number=12). They then assessed, in
each office, the maximum number of care components a child in that office received.
The individual "Maximum Number"” measure scores for each of the office were as follows:
East Office:

Olivia = Received 4/12 individual care components

Christian = Received 5/12 individual care components

Henry = Received 6/12 individual care components

Range: 4-6 Maximum Number of Care Components = 6
West Office:

Mary= Received 10/12 individual care components

Billy= Received 11/12 individual care components

James = Received 10/12 individual care components

Range: 10-11 Maximum Number of Care Components = 11

The East Office providers seem to provide only certain aspects of care, while the providers in the
West Office focus more globally on the various aspects of care measured in the PHDS.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



STEP 5.6 Evaluate quality measurement results for subgroups of
®§J children

’ What is the purpose of this step?

Past studies of the PHDS have shown significant variations in quality of care by child, family,
health care provider, and heath system characteristics. Therefore, it is valuable to assess your
PHDS quality measure findings by the descriptive variables in the PHDS survey and by the
analytic variables collected in Step 2, Step 3, Step 4, and Step 5.4.

The purpose of this step is to analyze the PHDS findings for subgroups of children based on
these descriptive variables.

In this step you will:
B Analyze the PHDS findings by child and family characteristics.
B Analyze the PHDS findings by administrative and utlization
data. B  Analyze the PHDS findings by health system
characteristics.

;g Guidelines and Issues to Consider

B Analyze the PHDS findings by child and family descriptive characteristics.

The PHDS quality measures should be stratified by basic demographic information.
Demographic information can be important in quality improvement reports. Providers
can use the information to evaluate their own behavior and detect differences in care
between various demographic groups. However, the level of detail may be overwhelming
in consumer reports, so you might choose to highlight only striking results in a consumer
report.
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Specifically, be sure to examine the PHDS quality measures by the following:
Demographic information about parent and child

e Information about children's:
o Gender
o Race, ethnicity
o Birth order
o Age

e Information about parent/family's:
o Age
o Number of children in household
o Education

Health information about the child and parent
e Child health characteristics:
o Children at risk for developmental, behavioral, or social delays (See Step 5.1
for more detail)
o Children with special health care needs

e Parent health characteristics:
o Risk for depression
o Overall health status

Child health care characteristics

e Whether the child has a personal doctor or nurse

B Analyze the PHDS findings by administrative and utilization data.

The PHDS quality measures can be stratified by the administrative and utilization
data variables you created in Step 5.4.

Specifically, it might be valuable to stratify your findings by the following:
e Number of well-child visits
e Number of providers the child has been enrolled with in the last 12 months

e Number of providers the child has received well-child care from in the last
12 months
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B  Analyze the PHDS findings by health system characteristics.

Step 4.4 specified three data sources that can be used to assess the PHDS findings by
specific health system characteristics:

1) Office system inventory
2) Posters and handouts in the office
3) Provider well-child templates in the electronic medical record

That step also described how to construct a variable representing the number of
relevant systems or materials the office or provider had in place for each data source.

Before stratifying the results by these count variables we recommend the following:

e Run a frequency on the count variable and examine the distribution in order to
identify groups of offices and/or providers with similar characteristics.

e Create a categorical variable based on these groups. You can then stratify the
PHDS quality measure findings by the count variable AND the categorical
variable and identify system/provider trends.

e Consider creating topic-specific versions of the count variables that map to the
PHDS quality measures.

For example:

o Create a count variable of the section of the Office System Inventory (OSI)
that specifically related to Anticipatory Guidance and Parental Education
(APGE). Stratify the AGPE quality measure by this topic-specific count
variable.

o Create a count variable of the posters and handouts related to psychosocial
issues in the family. Stratify the Assessment of Psychosocial Issues in the
Family quality measure by this topic-specific count variable.
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STEP 5.7: Review additional analytic tips

* Statistical Analyses

When comparing performance or scoring among different groups, statistical analyses are
required to test and see if the differences are meaningful and real. However, the statistical test
that is used will depend on the type of data you are testing. It is beyond the scope of this manual
to be a statistical primer. Therefore we suggest that when you compile your team you identify
someone to be the lead person for these analyses. As an introduction to those analyses, the
following table lists three of the most common statistical tests used in the analyses described in
this section. Your vendor may also be able to provide these services.

Table 5.7: Typical Statistical Tests Run in Quality Health Care Reporting

Type of Comparison Statistical Test Example Research Question
1. Differences in mean Do parents who are at risk for

scores between two depression have a lower mean

groups T-test score on the Helpfulness of

Care quality measure than
parents who are not at risk for
depression?

2. Differences in mean Are there differences in the
scores between three or mean scores for the Assessment
more groups of Smoking, Substance Abuse

Analysis of Variance and Safety Within the Family

(ANOVA) by racial, ethnic groups (e.g.,
white, African American,
Hispanic, other)

3. Differences in binomial Are parents of children with
scores for two or more special health care needs more
groups (e.g., cross- likely to meet the threshold for
tabulations of threshold Chi-square (x?) having discussed the
scores) anticipatory guidance topics

than parents of children without
special health care needs?




Step 6: Report Your PHDS Findings to Stimulate and Inform
Improvement

The PHDS data is only meaningful if it is reported back in a way that is salient and
relevant to the target recipient. Step 6 focuses on how the PHDS findings can be reported
in a way that stimulates and informs improvements. This section is intended for the
project managers who will oversee the development of reporting templates and for any
vendors that will develop the final reports.

The six sections focus on designing and implementing a PHDS reporting strategy:

6.1: Plan your reporting and dissemination strategy

6.2: Review guidelines and tips for reporting to health system leaders

6.3: Review guidelines and tips for reporting to front-line health care providers

6.4: Review guidelines and tips for reporting to consumers

6.5: Compare your PHDS findings with others

6.6: Review additional resources on reporting health care quality findings



STEP 6.1: Plan your reporting and dissemination strategy

’ What is the purpose of this step?

As we have emphasized throughout this manual, it is important to begin where you want to end
up. The purpose of this step is to clarify your reporting and dissemination strategy.

In this step you will:

&1 Learn about the key components of a successful reporting strategy.
& Confirm each of your reporting audiences (the who).

B Confirm what PHDS findiings will be of interest to each reporting audience (the
why and what).

B Confirm the best way to present this information by selecting a format
and dissemination strategy (the where, when, and how).

Guidelines and Issues to Consider
B Learn about the key components of a successful reporting strategy.

Research shows that successful use of quality information is achieved when:

= You give the right kind of information, including: (1) general, framing information
about the importance of the topic evaluated, (2) overall quality-of-care findings, (3)
specific information about individual aspects of care, and (4) specific actions to
improve health care.

= The right people receive the information, such as health care providers who provide
preventive and developmental care in the office setting and parents/guardians who
bring their child in for well-child care and who are primarily responsible for ensuring
the healthy development of their child.

= The information is given at the right time. For example, for parents the right time is
before or during a well-child visit.
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= The information is given in the right way, such as through a multimedia approach,
and delivered more than one time.

Confirm each of your reporting audiences (the who).

In Step 2 you identified your project team and your key goals for the project. You now
must ensure that each of the audiences and stakeholders you identified receive a report of
the PHDS findings.

Learning more about your audience increases the likelihood that your project and
reporting strategies will be successful. We encourage you to review and discuss the
following questions as you design your reporting templates:

What format for findings do they prefer?
What other information do they need to help them understand and find your PHDS
results credible?

Do they need support to help them use the information?
How do they receive other health-related information?
What are the best ways to reach them?

When are they most receptive to this type of information?
Will they trust the information?

-~ -~

N N N N D

If you cannot answer these questions, you may want to consider conducting some
research about your audience to learn more about them. You can use this information to
make sure your quality report is relevant and useful to your audience. We suggest you do
the following:

E® Go directly to the source. One of the best ways to learn more about your audience is
to talk with members of your audience directly. This can be done via interviews,
focus groups, or even with a small survey. The benefit of interviews and focus groups
is that you can modify your questions based on their responses. Be sure to document
what you learn from your audience and how it might affect the development of your
report.

E® Contact groups or organizations that may already know your audience. There
may be groups or organizations that function as intermediaries for your audience. Not
only are they likely to be able to answer your questions, they may have channels for
audience research, dissemination, and marketing of the final report. Examples of
intermediaries include consumer advocacy groups, employer business coalitions for
employers, and professional provider organizations.

E& Consider similar information that your audience may already have received.
You may not have the resources necessary to conduct your own audience research, so
looking at reporting strategies for other reports may help you understand your
audience and their health information environment. For example, parents may already
receive information about all children rather than just young children, who are the
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focus of the PHDS. Think about what information is contained in these other reports.
Who sponsors these reports and how are they disseminated? What are the messages
conveyed by these report? Does the audience trust the information? What does the
audience do with the information?

B Confirm what PHDS findings will be of interest to each reporting audience (the why,
what).

Your PHDS report should contain both the PHDS results and contextual information that
readers will need to understand the report. When deciding what information to include,
consider the messages you want your report to convey.

To ensure that your data from the PHDS are relevant and meaningful it must:

1) Be communicated and presented in a way that is understandable and useful to each
stakeholder, and

2) Inform and guide actions that can be taken by each stakeholder to address the issues
you present.

Worksheet 6.1 will help your team brainstorm the type, format, content, and
dissemination medium of a report to each key audience. Keep in mind that you can also
consider integrating other data using the worksheet. The pages that follow provide more
detailed information about the concepts included in each row of the worksheet.

Example 6.1: Worksheet to Design Your Reports on Your PHDS Data Findings

Your Audience/Stakeholder:

Individual topics or measures from the PHDS to | 1.
include.
2.
3.
Relevant subgroup of children and youth and 1.
geographic comparison areas for each PHDS
topic or measure. 2.
3.
Other data to include and source of these data. 1.
2.
3.
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Example 6.1: Design Your Reports on Your PHDS Data Findings (Continued)

Background information and key points to 1.
establish relevance of your PHDS data findings
for your audience. 2.
3.
Tone of the communication (e.g., motivate by 1.
emphasizing the negative vs. positive; emphasize
the gaps/needs vs. what can be done). 2.
3.
Format and length (e.g., one-page summary, 1.
PowerPoint slides).
2.
3
Explanation of data source and validity of 1.
findings required.
2.
3.

Actions you want them to take and resources you | 1.
want them to know about (e.g., come to our

meeting, go to our Web site, tell your doctor). 2.
3.
Dissemination and follow-up strategy (e-mail 1.
with phone follow-up, etc.).
2.
3.

Presenting Technical Information in a Manageable Way

Presenting technical information about health care quality can be challenging for several
reasons. First, this information typically involves statistical methods that may be difficult to
describe. Second, how well your audience will understand the results and how the results
were calculated may vary tremendously. Finally, you most likely have a lot of information to
choose from when deciding which measures and results should be included in your report.
Including too little can be a missed opportunity to communicate quality to your audience;
however, including too much can be overwhelming to your audience. The guidelines in the
box below offer some tips on making your report as useful as possible.
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Example 6.2: General Guidelines on Report Content

Tailor the report to the audience and purpose.

Provide background information on the data you use—who are the data about?

Include pictures, graphics, quotes, or stories that connect the findings to real people.
Break out the information in text boxes to make it more digestible

Keep it brief.

Give an overall picture, then targeted findings.

Display the data in meaningful ways that put a "face on the data,” e.g., 20 percent of
households or "1 of 5 households."

Use specific numbers when possible, e.g., 9.8 million children nationally have special
health care needs, or 12.8 percent of all children.

Balance positive and negative ways of expressing the findings according to the point yo
are trying to make: less than a quarter; more than 75 percent.

Be careful when dealing with very small numbers.

Provide findings in relation to a benchmark, such as office level findings compared wit
the health plan.

Explain why the findings presented are important.

Suggest ways a specific audience might use the data to improve care.

Credit the source of the data and include when, how, and by whom it was collected.
Provide links to additional resources.

Provide contact information for questions.

Other methods to consider include:

Layering information. Members of your audience will have different needs in terms of
both the amount of information they want to have and the way the information is
presented. An easy way of creating one report that meets the needs of various members in
your audience is to layer the information. This approach is almost like creating multiple
sub-reports that are contained in one final report. Each sub-report has a different level of
detail and/or presentation. Think of a tabbed report where each tab is intended for a
different subgroup of your audience.

The first layer might include very general information—the view from 10,000 feet. This
layer is intended for those who do not have a lot of time or are only minimally interested
in reviewing quality information. You may only want to include a few aggregate
measures in this layer, and refer readers to subsequent layers for more information.
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You might consider adding two additional layers for this more detailed information. The
first might be the "ground-level view," which would include a few more measures with
slightly more detail for those who are interested in quality information but not highly
technical information. The second could be the "microscopic view," which would include
a greater level of detail for those who are interested in technical aspects of the survey.

Comparing your findings with other findings. It is often valuable to compare your
findings with others' findings. Step 6.5 provides you with a summary of the quality of care
findings observed for past users of the PHDS.

Avoiding relative benchmarks! CAHMI does not recommend comparison to relative
benchmarks since such comparisons can be VERY misleading to readers. Relative
benchmarks are benchmarks that change based on the results of the survey sponsors, such
as a state average among all health plans.

Here is an example of how such a comparison can be misleading:

A health plan is creating a public report that includes results from all the offices that they
contract with to provide pediatric care. This is the first year that the PHDS was
administered. As you might expect, the scores in each office are fairly low when
compared with national recommendations or even other health plans; however, the health
plan is confident that simply reporting the results will spur quality improvement efforts
among the plans. Instead of comparing the results to national guidelines, they choose a
relative benchmark: the average across the entire health plan. Consequently, several
offices have results that are higher than the average. When the report is released, these
offices feel they have results that are "above average" and do not prioritize quality
improvement initiatives focused on preventive care for young children. In reality, these
plans are performing well below the recommended national guidelines.

Combining the PHDS with other data sources. Combining your PHDS results with
data from other sources can help to make the findings more valuable to the reader.
Commonly used quality measures that are related to the PHDS are the HEDIS well-child
visit measures, the HEDIS immunization measure, consumer satisfaction data, and any
more detailed quality-of-care data gathered about well-child visits (e.g., medical chart
reviews).

Organizing information into smaller segments. Readers often have a difficult time
processing large amounts of information. Breaking the information into sections that
offer "bite-sized" pieces can help. Readers can then process the information in one text
area before moving on to the next. This approach is effective not only for consumers but
also for providers and purchasers. Graphics that are meaningful to the target audience can
also be added.
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Presenting Statistical Information and Methodology

Presenting statistical information and methodology is one of the most challenging parts of
reporting the results. Most consumers do not understand statistical tests, confidence intervals,
or probability. However, statistical comparisons must be used to ensure that true differences
are identified.

The following are suggestions for targeted reports:

Non-technical audiences (consumers, some purchasers, policymakers). Most
consumers and some purchasers will not understand the statistics behind the analysis.
And policymakers often do not have the time to review detailed information and are more
interested in a summary of the findings. It is probably enough to indicate that statistical
tests have been used to identify true differences in the results and provide a way for
readers to get additional information if they are interested. Again, layering information is
the best way to meet the needs of different members of your audience.

Technical audiences (providers, health plans, some purchasers, regulators,
policymakers' staff members). Many of these readers will be interested in the more
detailed statistical aspects of the analyses. Still, these audiences vary. While some will
have the background and expertise to understand the statistical formula that you used in
the analysis, others may be turned off by having that detail in the body of the report.
Reports for these audiences should include a description of the statistical methods used;
however, this information is best included as an appendix to the main report. Details that
you may want to consider presenting in graphs and charts in the body of the report
include the sample size, confidence intervals, and p-values.

Balancing positive and negative measures. The same information can be used to
present results in a positive or negative measure. Positive measures illustrate high or
quality performance, whereas negative measures highlight poor performance. The key is
to balance positive and negative measures.
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¥l Confirm the best way to present this information (Format and dissemination strategy)

o

=]

(the where, when, and how).
There are two main components to this step:

1. Decide on the format of the report.
2. Determine how you will disseminate the report.

Decide on a Format

How you present your message can be as important as what you have to say. Two
commonly used formats for reports include the following:

1. Written reports/materials. Written reports can be brief, such as a pamphlet or
brochure, or lengthier, such as a booklet or binder. If a written report is the format
you choose, consider any logistical requirements that you may have such as
reproduction costs, size (Does it have to fit in a certain size envelope for
mailing?), weight (Are you limited by weight in terms of postage costs?), number
of pages, binding, etc.

2. Web-based reports are becoming more popular. One advantage to web-based
reports is that the reports can be easily tailored to specific users. One disadvantage
of web-based reports is that they will only be available to those with access to the
Internet.

Determine how you will disseminate the report

One of the most important factors in the overall success of your ability to "tell the
story" is your ability to have the report received and read by the audience. If they
never read your report, they cannot use it! How, where, and when are all
important questions you need to consider when planning the dissemination. Here
are some different ways you may want to think about dissemination of a data
report. CAHMI recommends that you use multiple strategies to ensure that your
key stakeholders receive information about the PHDS findings.
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e In-Person Meetings — In-person meetings are an extremely valuable way to
provide information. In-persons meeting allow you to connect eye-to-eye with
the participant(s) and provide a larger context about the report findings and
how they may be valuable.

e Mail — Mail can be an effective way to reach each member of your audience
as long as you have reliable mailing addresses. Include an introductory letter
from someone they trust.

e List Servs and Web Site Postings — Increasingly, materials are being
disseminated electronically. By distributing information through a listserv or
Web site, you may allow many others to disseminate your information. Be
sure that it is posted in a secure format.

e Fax — Fax can be an effective way to reach each member of your audience as
long as you have reliable fax addresses. Some focus groups and interviews
with health care providers have shown that they are more likely to read
information when it is faxed as opposed to when it is mailed to their offices.

e Intermediaries — Think about intermediaries that could disseminate this
information for you. Are there other family or professional groups or
organizations through which you could reach your desired audience? Consider
the influence that the intermediary may have on your audience in
disseminating the report.

e Public Availability — Making the report available for the public to request or
access through public places, such as a local library, is an option. This is a
good way to provide additional copies once the initial distribution has been
conducted.

Again, no one method is most effective. The key to successfully disseminating
your report is to make sure you are reaching your audience where and when they
need it. Regardless of how you disseminate the report, it is important to indicate
where readers can go if they have questions. This could be a phone number, a
Web site, or other information source.
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STEP 6.2: Review guidelines and tips for reporting to health
system leaders

’ What is the purpose of this step?
The purpose of this step is to provide you with reporting templates that can be used to share the
PHDS findings with health system leaders. We also highlight tips and issues to consider, based
on past CAHMI experiences.
In this step you will:

] Review CAHMI templates for reporting the findings to health system leaders.

&1 Review tips and issues to consider in reporting the findings to health system leaders.

D

Guidelines and Issues to Consider
&1 Review CAHMI templates for reporting the findings to health system leaders.

The goal for reporting the PHDS findings to health system leaders is to ensure that
they understand the following:

e The key findings
e How these findings compare with quality measures they currently collect

e What should be done to address the gaps in care described by the PHDS
findings

For the most part, health system leaders will only read documents that are short and
succinct. Appendix 12 provides an example of a two-page executive summary of the
PHDS findings. Appendix 13 provides an example of a five-page summary of PHDS
findings. This example is derived from a reporting template developed for Medicaid
directors. However, the document can be a useful model for reporting the findings to
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other senior-level administrators, such as a health plan's director of quality
measurement.

&1 Review tips and issues to consider in reporting the findings to health system leaders.

Use the PHDS quality measures for an overall snapshot of care.

In most cases, health system leaders want to know whether recommended and
eligible services are received. Therefore, the report designed for them should
provide an overall picture of quality and performance.

Specifically, the report to health system leaders should include the findings from
the "got all care™ measure and the findings from the individual quality measures,
using the threshold level scoring.

Compare the findings with current quality measures used by the health
system.

The PHDS findings are valuable when they are put in context with other quality
measures used by the health system.

Most health systems collect information about the HEDIS well-child visit rates.
The PHDS provides information about the quality of care children received
during well-child visits. Therefore, it is important to explain to health system
leaders that the HEDIS well-child visit is telling them how many kids come in,
and the PHDS is telling them what happens during the well-child visit.

Other possible related quality measures include immunization measures, medical
chart reviews of the content of well-child care, and satisfaction measures (such as
the Consumer Assessment of Health Plans Survey).
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Example 6.3: Comparing the PHDS with Currently Used Quality Measures

Kaiser Permanente Northwest (KPNW) implemented the PHDS and wanted to compare the
finding with other measures. Related quality measures used by KPNW were the HEDIS
well-child visit and immunization measures, and a satisfaction and experience of care
survey called the Medical Office Visit (MOV) survey.

KPNW therefore did the following:

E@ Compared whether offices/providers with the highest/lowest immunizations rates
were the offices/providers with the highest/lowest on the PHDS quality measures.

E@ Compared whether offices/providers with the highest/lowest well-child visit rates
were the offices/providers with the highest/lowest scores on the PHDS quality
measures.

BE® Compared whether offices/providers with the highest/lowest scores on the MOV
were the offices/providers with the highest/lowest scores on the PHDS quality
measures.

An example of the comparative findings:

KPNW found that there was not a high level of agreement between the offices
and/or providers who scored the highest on the MOV survey and the offices and/or
providers who scored the highest on the PHDS quality measures. This helped them
to understand that each data source provided valid information about quality, but
that they should not assume that providers who score high on their MOV survey are
providing all aspects of recommended care.

e Spotlight specific items that are hot issues in your health system.

Many of the individual items and/or areas included in the PHDS are useful to
report if your system has a specific topical focus (e.g., car seat use, reading,
Healthy People 2010 goals such as smoking, etc.).

Appendix 14 provides an example of a topic-specific issue brief highlighting
PHDS findings on parental depression: the prevalence, the relationship of parental
depression to other child health and health care utilization characteristics, and the
degree to which pediatric providers are assessing parents for depression.

e Compare quality of care.

Displaying PHDS quality measures side-by-side for easier evaluation is most
useful for health system leaders. One way to present comparative information on
the quality measures across different units of analysis is shown in Figure 6.1. Not
only does the graphic show which quality measures need the greatest
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improvement, but it also displays the relative performance of each of the health
plans. Notice that no one health plan does the best in every single category, which
leaves room for targeted improvement. This type of figure could be used to make
comparisons by subgroups of children and across offices and/or providers.

Measure of Care Scores

Figure 6.1: Comparison of Quality Measures Across Health Plans
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Present results using a layered approach.

Purchasers use a great deal of information when making contracting decisions, so
a layered approach is suggested when preparing these types of reports for health
system leaders. The first "layer" should provide a summary of aggregated results
that can be reviewed quickly. Since health system leaders may be technically
savvy, we recommend stratifying the measures by key groups to demonstrate
variations in the level of quality care.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



i
- STEP 6.3: Review guidelines and tips for reporting to frontline
health care providers

’ What is the purpose of this step?

The purpose of this step is to provide you with a reporting template that can be used to share the
PHDS findings with frontline health care providers. We also highlight tips and issues to consider
based on past CAHMI experiences.

In this step you will:

&1 Review the CAHMI template for reporting the findings to frontline health care
providers.

& Review tips and issues to consider in reporting the findings to frontline health care
provider.

Guidelines and Issues to Consider

&1 Review the CAHMI template for reporting the findings to frontline health care
providers.

Appendix 13 provides a report template for displaying the PHDS findings to frontline
health care providers. This template is based on cognitive interviews and focus groups
conducted by CAHMI with frontline health care providers in five private practices

in Vermont and Kaiser Permanente Northwest.

Important characteristics about the dissemination of this template include the
following:
1. The report should come from someone the health care providers trust. If the
report cannot come from someone they trust, it should be followed with a note

of encouragement from someone they trust and/or their boss/manager, such as
the chief of pediatrics.
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2. The report should be followed by an in-person meeting so that a summary of
the survey and key findings can be shared and questions answered. In past
projects this was accomplished through the monthly office-level meetings.

3. Each individual provider should personally receive the report. In some health
systems, it may be best to fax the report to each provider so that it does not
become buried under the rest of the mail that providers receive.

&1 Review tips and issues to consider in reporting the findings to frontline health care
providers.

Below are general tips and issues to consider when reporting the findings to senior
health system leaders.

Show comparative data to ""pull them in"* and give them a sense of overall
findings. It is important to start the report with overall quality of care findings
and how they compare with others (See Step 6.5 for comparison PHDS data). It
can be valuable to use charts for this purpose. However, CAHMI recommends
that you do not include ONLY charts in the report. The qualitative studies
conducted by CAHMI found that providers prefer reports that combine graphics
and text.

Explain the measures of care. It is important to provide a description of the
recommendations behind each quality measures, the items that are included in
each of the quality measures, and how you scored each measure.

Provide item-level findings, shown by categories. The quality measures are
important to give providers a sense of how they are doing. However, they do not
describe specific ways providers can improve care. Therefore, it is invaluable to
include BOTH the quality measure and item-level findings in the provider-level
report.

Include the areas in which providers are doing well and the areas most in
need of improvement. The report needs to highlight areas of excellence and
areas of improvement. If the entire report has a negative tone, it will not be well
received or used by health care providers to improve care.
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Link findings to health behaviors and other indicators of high-quality care.
To reinforce the validity of your results and emphasize its importance, it is helpful
to link your findings to broad issues surrounding the health of young children,
such as child's risk of developmental, social, or behavioral delays, as well as
correlates of higher quality, such as having a personal doctor or nurse. It is also
invaluable to show the relationship between children whose parents reported that
they had their informational needs met on specific anticipatory guidance and
parental education topics with positive parent and family behaviors reported in the
survey (e.g., breastfeeding, reading, minimal television watching).

Provide background information, links to additional resources. It is important
to include links to background information about the PHDS and the aspects of
care included. Also include links to resources that can help providers conduct
quality improvement efforts in the areas addressed in the PHDS. Examples of
these links to related information can be found in Appendix 2 and the final page
of Appendix 13.

Provide contact information to address questions.
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@@ STEP 6.4: Review guidelines and tips for reporting to
consumers (parents of young children)

’ What is the purpose of this step?

The purpose of this step is to provide you with a reporting template that can be used to share the
PHDS findings with consumers, which for the PHDS are parents of young children. We also
highlight tips and issues to consider, based on past CAHMI experiences.

In this step you will:

&1 Review the CAHMI template for reporting the findings to consumers.
&1 Review tips and issues to consider in reporting the findings to consumers.

gj Guidelines and Issues to Consider
&1 Review the CAHMI template for reporting the findings to consumers.

There are two main reasons that quality-of-care information is shared with
consumers:

1) To help them choose a health care provider or system.

2) To provide information about the current level of care provided in their system,
what they should be receiving, and how they can ask questions and raise
important issues so that recommended care is provided.

Appendix 15 provides a report template about providing information to parents. The
parent handout is based on focus groups and cognitive interviews CAHMI conducted
with parents about how the PHDS findings could be reported in ways that would help
them understand the current level of care their child receives and motivate them to be
partners in the improvement process. A detailed summary of the qualitative findings
can be found on the CAHMI Web site in the report "Summary of Interviews & Focus
Groups with Parents of Young Children: Reporting the Promoting Healthy
Development Survey (PHDS) Findings to Parents.”
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Important characteristics about this template and how to disseminate it include the
following:

The template should be formatted as a brochure or pamphlet. Parents who
participated in the one-to-one interviews and focus groups indicated a strong
preference that they receive this pamphlet before OR during their child's well-
child visit from their child's health care providers and/or other office staff.

It is important that parents understand why this information is being given to them
and how the health care providers in their office plan to use the information to
improve the health care they provide. Office staff who give the brochure to the
parent can explain how the survey findings are being used. This important
information can also be noted in a cover letter that accompanies the brochure if it
is mailed.

B Review tips and issues to consider in reporting the findings to consumers.

Below are some general tips and issues to consider in reporting the findings to
consumers:

If you are using the report to inform consumer choice:

Provide comparative information.

If the report is intended to provide consumers with information to make more
informed health care decisions, such as deciding between pediatric offices, then a

data display that facilitates comparison is
useful. Also, certain consumers may need

assistance in interpreting the information

to inform their decision. e Conserve white space. White space
makes the document appear more

Additional Tips for Creating
Consumer Reports

Layer information to account for all Too little white space can be

types of consumers and make the results overwhelming.

. . e Be concise. While background and
easier to interpret. context are important, presenting the
information in a clear, succinct way is
Since everyone has different health critical.
information needs and experiences with are easier to read and process than

the health care system there is no paragraphs. Moreover, bullets and lists
result in more white space.

manageable to consumers at first glance.

e Use bullets and lists when possible. Lists
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"average" consumer. Consequently, creating a report for one subgroup of this
audience will likely make the report less effective for another subgroup. Also,
different groups of people put more or less value on different aspects of quality
care. Thus, layering information is probably your best strategy for creating a
report that different consumers will find useful. This allows those who are not
interested in a lot of detail to quickly glean the necessary information from the
report. Parents can also pick and choose aspects of care from among the quality
measures that most resonate with them.

e Provide some background information on quality measurement to help
consumers understand the information presented.

The general public may have little or no knowledge of health care and how quality
is measured. Also, parents may be skeptical of the source of the information.
Therefore, significant background information will be necessary to help them
understand the information and why it is important to them. Background
information includes descriptions and definitions that explain:

e Why measuring health care quality is important.

e Which aspect of health care quality you are addressing in the report (e.g.,
health plan, providers, etc.).

e Why consumer assessments are important to understanding health care
quality.

e The source of the PHDS information and/or who sponsored the survey.

e What PHDS results can tell you and how to use that information.

e Consult with your audience to see if the information is easily understood.

Qualitative testing of your report is critical to ensure the audience understands the
information and uses it in the ways you intended. Even if you ask just one or two
people who represent each of your stakeholders to review and provide feedback
about your report, it will be invaluable in ensuring that the findings are readable and
the key messages are conveyed.
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If you are using the report to inform and educate the parent to be a partner in
improving care:

e  Research findings about the content that should be included.

Parents reported that they wanted the following information in their report:

1) General information about the PHDS, how many parents completed the
survey, and how their child's health care providers are going to use the
information to improve care.

2) Item-level findings coupled with specific tips or actions that parents can
take to improve care.

3) General statements about what health care parents should expect at their
child's well-visits.

4) An emphasis on the parent's role as a partner in their child's health care.

5) Additional resources listed that provide parents with information about the
survey, the topics assessed in the PHDS, and how he/she can work with
their child's health care providers.

e Avoid comparative information, but do include a ""gold standard."*

Since parents are not making a choice about their child's health care, comparative
information is generally not useful and can interfere with the message you are
trying to convey. Instead, present details on the care that parents should expect
from their child's health care providers and demonstrate how close those providers
are to the goal.

e Avoid complex tables and charts.
The majority of parents are not versed in reading and interpreting data tables and

charts, so they should generally be avoided. However, a simple bar chart showing
how close the doctor is to a certain standard or goal can be very effective.

e Present both positive and negative information.

Parents want to see a balance of what their child's doctor is doing right and the
areas where he or she could improve. Focusing only on the negative may make
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the parent feel overwhelmed or helpless. Using a mixture of positive and negative
indicators when presenting the results helps parents feel good about the care their
child is receiving and also helps the parent to set goals in certain areas.

Highlight which aspects of care can be improved.

Present results in terms of what action can be taken. Is there a list of questions or
checklist the parent can bring to the next visit?

Additional Tips for Reporting PHDS Data to Parents

Collaborate with groups that are respected by the audience.

To add perceived credibility to your report, mention any collaborative efforts with
respected organizations or groups.

Provide additional information and/or resources.
Provide information about related resources such as Web sites, books, and

telephone numbers parents can use to answer questions about the reports and/or
aspects of care presented.

Be aware of issues surrounding the confidentiality of results.

Only report on practices or providers that have a sufficient number of
respondents, so that the risk of breaching confidentiality is minimized.

Display the findings in a multimedia format.

When possible, enable parents to view the findings in multiple formats, such as on
a Web site as well on paper.
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STEP 6.5: Compare your PHDS findings with others

’ What is the purpose of this step?

As was noted in Steps 6.1-6.4, it is valuable to compare your findings with the findings of
others. The purpose of this section is to provide you with information about the PHDS findings
from other parties who have used the PHDS or ProPHDS through a mail mode of administration.

In this step you will:
B Review the PHDS findings of others around the country.

M Consider alternate sources for PHDS benchmark information.

g Guidelines and Issues to Consider
B Review the PHDS findins of others around the country.

As was described in Step 1, the PHDS tools have been implemented at the national, state,
health plan, practice, and provider level. To date, more than 45,000 surveys have been
collected by nine Medicaid agencies, four health plans, 46 pediatric practices, and
through the National Survey of Early Childhood Health (NSECH).

However, given that this manual is specific to the implementation of the PHDS or
ProPHDS by a mail mode of administration, Table 6.1 provides comparison PHDS
findings for data collected via a mail mode of administration. As has been demonstrated
in numerous studies, survey findings vary significantly depending on the mode of
administration (e.g., differences between survey findings in the same setting and for the
same topic if the survey is mailed vs. given by phone) and therefore it is important to
compare findings appropriately.

The data in Table 6.1 represent nearly 10,000 children and are based on applications of
the PHDS through Medicaid in Maine and Washington; Kaiser Permanente Northwest, in
Portland, Oregon; and 26 pediatric and family medicine practices in Vermont and North
Carolina.
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The quality measure findings presented in Table 6.1 are for those quality measures that
are presented in a graphic format in Appendices 12-13, 15-16. When presenting
comparison information, it is best to use graphics.

Important Note from the CAHMI: As was described in Steps 5 and 6, there are a
number of options for scoring the PHDS quality measure. Table 6.1 provides the
benchmark data for the quality measure scoring approach used for the figures presented
in Appendices 12-13, 15-16. Contact the CAHMI (cahmi@ohsu.edu, 503-494-1930) for
the benchmark data using alternate scoring approach, quality measures based on reduced-
items, or for item-level comparative findings.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative


mailto:cahmi@ohsu.edu

Table 6.1: Comparison Data for the PHDS and ProPHDS Administration by Mail*

PHDS Measure of Care All PHDS | Range Observed at | Range Observed | Range Observed
Databy | aHealth Plan Level at an Office at a Provider
Mail N=6301° Level Level
N=9763° N=4067° N=2990°
Anticipatory Guidance and Parental Education
Average Percentage of Topics Discussed 50.0 36.7-58.3 37.4-67.6 31.5-69.7
std=31.0
Proportion of Children for Whom 80% of Topics Were Discussed 21.8 3.78-37.8 11.5-40.6 0-52.9
Average Percentage of Topics on Which Parents Had 82.1 67.6-92.1 74.2-93.6 69.4-92.6
Informational Needs Met | std=24.4
Proportion of Children Whose Parents Had Their 42.5 29.7-71.0 23.1-67.9 22.2-66.7
Informational Needs Met
Addressing Parental Concerns
Proportion of Children Whose Parents Were Asked About 55.4 31.2-88.9 42.4-84.8 20.0-92.3
Their Concerns
Proportion of Children with Concerned Parents Who 53.2 31.8-68.6 30.8-85.2 25.0-93.8
Were Asked About Concerns
Proportion of Children with Concerned Parents 59.4 44.4-64.6 18.2-87.0 18.2-91.7

Who Received Information that Addressed Their Concerns

! Table 6.1 shows selected PHDS measures of care displayed in the charts of the reporting templates found in Appendices 12—13, 15-16. The table does not show
item-level findings or alternate versions for scoring the quality measures that are described in Step 5. For additional information, please see the CAHMI Web

2 Includes only PHDS and ProPHDS data collected via a mail mode of administration. Overall, CAHMI has collected over 40,000 cases of PHDS data via mail,
telephone, and in-office administration. For additional information, please see the CAHMI Web site at www.cahmi.org or contact the CAHMI at

cahmi@ohsu.edu or 503-494-1930.

® The denominator for each of the columns is not the same because health plan, office and/or provider-level analysis were not possible in all of the sites
represented in the benchmark data. Therefore, the figures shown represent the range observed for the PHDS benchmark data that was able to be analyzed for the
specific unit of analysis and different sites are represented in the columns of the table.
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site at www.cahmi.org or contact CAHMI at cahmi@ohsu.edu or 503-494-1930.

2 Includes only PHDS and ProPHDS data collected via a mail mode of administration. Overall, CAHMI has collected over 40,000 cases of PHDS data via mail,
telephone, and in-office administration. For additional information, please see the CAHMI Web site at www.cahmi.org or contact the CAHMI at
cahmi@ohsu.edu or 503-494-1930.

® The denominator for each of the columns is not the same because health plan, office and/or provider-level analysis were not possible in all of the sites
represented in the benchmark data. Therefore, the figures shown represent the range observed for the PHDS benchmark data that was able to be analyzed for the
specific unit of analysis and different sites are represented in the columns of the table.
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Table 6.1: Comparison Data for the PHDS and ProPHDS Administration by Mail (Continued)

PHDS Measure of Care All PHDS | Range Observed at | Range Observed | Range Observed
Data by a Health Plan Level at an Office at a Provider
Mail N=6301° Level Level
N=9763" N=4067° N=2990°
Follow-Up for Children at Risk
Proportion of At-Risk Children Receiving Follow-Up Care 58.3 34.5-67.3 38.9-91.7 33.3-92.8
Assessment of the Family for Psychosocial Issues
Average Number of Topics Asked About 25.9 16.7-34.3 11.6-52.9 11.8-55.4
std=32.8
Proportion of Children Whose Parents Were Asked About 50.7 38.1-70.1 26.5-74.1 18.6-79.4
One or More Topics
Assessment of the Family for Substance Abuse, Firearms, and
Safety
Average Number of Topics Asked About 38.5 27.2-50.9 15.3-55.8 23.0-63.4
std=33.2
Proportion of Children Whose Parents Were Asked About 70.8 61.3-84.3 26.5-96.7 32.4-98.3
One or More Topics
Family-Centered Care
Average Number of Topics for Which Parent 76.3 60.1-92.9 59.2-100.0 57.1-99.0
Responded "Usually or Always" | std=30.9

* Includes only PHDS and ProPHDS data collected via a mail mode of administration. Overall, CAHMI has collected over 40,000 cases of PHDS data via mail,
telephone, and in-office administration. For additional information, please see the CAHMI Web site at www.cahmi.org or contact the CAHMI at

cahmi@ohsu.edu or 503-494-1930.

® The denominator for each of the columns is not the same because health plan, office and/or provider-level analysis were not possible in all of the sites
represented in the benchmark data. Therefore, the figures shown represent the range observed for the PHDS benchmark data that was able to be analyzed for the
specific unit of analysis and different sites are represented in the columns of the table.
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b Consider alternate sources for PHDS benchmark information.

Table 6.1 provides comparison data for the PHDS/ProPHDS quality measures presented
in graphs of the reporting tempaltes provided in Appendices 12-15. Contact CAHMI
(cahmi@ohsu.edu, 503-494-1930) if you are interested in the comparison data for item-
level findings or alternate versions of the quality measures that were discussed in Step 5.

Second, the comparitive information provided was based only on the PHDS applications
by mail. Additional benchmark data about the PHDS findings obtained via telephone and
in-office administration (representing over 15,000 children) are available upon request
and reports about these applications are available on the CAHMI Web site
(www.cahmi.org).

Lastly, a majority of the PHDS items were included in the National Survey of Early
Childhood Health (NSECH). This survey was conducted by telephone and was only
administered to parents of children 3—35 months old. The NSECH data are available
online at http://www.cdc.gov/nchs/about/major/slaits/nsech.htm. The CAHMI article
"Measuring the quality of preventive and developmental services for young children:
national estimates and patterns of clinicians' performance"® describes the PHDS quality
measure findings from the NSECH.

® Bethell C, Reuland CP, Halfon N, Schor EL. Pediatrics. 2004 Jun;113(6 Suppl):1973-83.
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1)

2)

3)

4)

5)

6)

7)

8)

®§] STEP 6.6: Review additional resources on reporting

health care quality findings

For more information about creating health care quality reports, visit the TalkingQuality
Web site at www.talkingquality.gov.

Visit www.nschdata.org for additional tips and resources on communicating data findings
to stimulate system change.

For more information about focus groups and cognitive interviews the Child and
Adolescent Health Measurement Initiative has conducted about reporting quality of care
findings, visit the Web site at www.cahmi.org.

For an example of an issue brief that can be created for audiences such as the state
Medicaid director, visit the Kansas Health Foundation Web site at
www.kansashealth.org.

For more information about work the National Academy for State Health Policy
(NASHP) has done in working with states to use health and health care findings to
implement changes in state programs and policies, visit their Web site at www.nashp.org.

Visit www.familyvoices.org for additional family-friendly information on using data and
for links to other data sources and sample reports.

For more information about strategies the Center for Children with Special Needs has
used to convene various stakeholders, visit their Web site at www.cshcn.org.

For more information about how to work with families of children and adolescents with
mental health conditions, visit the Federation of Families for Children's Mental Health at
www.ffcmh.org.
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Glossary of Terms for the PHDS Implementation Manual

A

Address Correction Service: A service that allows the sender, on request using the appropriate
ancillary service endorsement, to obtain the addressee’s new (forwarding) address (if the
addressee filed a change-of-address order with the USPS) or the reason for non-delivery.

Adjusted response rate: A modified response rate that removes from the numerator people who
do not fully complete the survey (e.g., answered 80 percent of the items in the survey) and
removes from the denominator individuals who were sent the survey but could not complete it
because the survey was not delivered to them (due to bad address) or individuals who identified
themselves as ineligible to complete the survey (e.g., they do not belong to the health system).

American Academy of Pediatrics (AAP): An organization of 60,000 pediatricians committed
to the attainment of optimal physical, mental, and social health and well-being for all infants,
children, adolescents, and young adults. The AAP offers everything from general child health
information to specific guidelines on pediatric issues.

American Board of Pediatrics (ABP): One of the 24 certifying boards of the American Board
of Medical Specialties. ABP certification provides a standard of excellence by which the public
can select pediatricians and pediatric subspecialists.

Analysis of variance (ANOVA): A statistical method for analyzing differences.

Analytic variables: In this context, analytic variables are the PHDS survey responses,
administrative and utilization data, supplemental items, and descriptive information about the
health system. These are described in more detail in Section 5.4.

Anticipatory Guidance and Parental Education (AGPE): Assesses whether a core subset of
recommended anticipatory guidance and parental education topics are discussed, and if not,
whether the parent wished the topic had been discussed or if he/she already had information
about the topic and did not need to discuss it with their child’s health care provider. The AGPE
section of the PHDS is based on what is recommended for discussion during well-child care in
the American Academy of Pediatrics Health Supervision Guidelines and the Maternal and Child
Health Bureau’s Bright Futures recommendations.



B
Bad address rate: The rate of addresses in your database that are estimated to be incorrect.

Behavioral Risk Factor Surveillance Survey (BRFSS): A state survey of U.S. adults designed
to gather information about a wide range of behaviors that affect health. The primary focus of
these surveys has been behaviors and conditions linked with the leading causes of death—heart
disease, cancer, stroke, diabetes, and injury.

C
CAHMI recommendations: Recommendations from the Child and Adolescent Health
Measurement Initiative based on its learning and experiences since 1997.

Care coordination (CC): Services that promote the effective and efficient organization and
utilization of resources to ensure access to necessary comprehensive services for children.

Care team: The various caregivers who provide different components of care i.e., the physician
(pediatrician, family physician), nurse practitioner, and nurse.

Change concepts: Strategies for improving the quality of care provided.

Child and Adolescent Health Measurement Initiative (CAHMI): CAHMI is a national
initiative based out of Oregon Health & Science University in the Department of Pediatrics.
Originally housed at FACCT (Foundation for Accountability), CAHMI was established in 1998
to develop and facilitate the implementation of a comprehensive set of consumer-centered
quality measurement tools. The CAHMI Web site is www.cahmi.org

Chi-squared (x°) test: A statistical method for testing differences in proportions.

Coded responses: Responses designated by a code. For example: 1=yes, 2=no.

Cognitive ease: The ease of processing information, applying knowledge, and changing
preferences.

Cognitive testing: Testing any self-designed new items added to the survey to make sure the
wording is interpreted in the way you intended.
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Comparative information: A data display that facilitates comparison by showing quality of
scores for different groups of children or by specific characteristics

Comprehensive-care composite or “got all care”: Summarizes the number of children who
received all aspects of the recommended care assessed by the PHDS. The “got all care” measure
summarizes the quality of care findings across the individual, topic-specific measures of care in
the PHDS.

Confidentiality: Ensuring that information is accessible only to those authorized to have access.
For the PHDS, confidentiality is the process used to ensure that no personal health information
about the child or parent is maintained at the end of the project.

Consumer Assessment of Health Providers and Systems (CAHPS®): A private—public
initiative that develops and supports the use of a comprehensive and evolving family of
standardized surveys that ask consumers and patients to report on and evaluate their experiences
with health care.

CAHPS-CCC (Children with Chronic Conditions): A set of measurements that assesses
children with chronic conditions developed by CAHMI. More information about this tool can be
found on the CAHMI Web site at www.cahmi.org.

Consumer information framework (CIF): The CIF was developed by CAHMI staff while
CAHMI was part of the Foundation for Accountability. The CIF has four components: messages
to inform consumers and enable their decisions; a model to organize information; measures that
support meaningful and understandable evaluations of performance; and methods for scoring and
grading performance and presenting results. The CIF model organizes health care quality
information into four categories: the basics/staying healthy; getting better; living with illness;
and changing needs.

Count variable: A count variable is one which may take on only a countable number of distinct
values suchas 0, 1, 2, 3,4, ...

Cross-tabulation: A table of survey results, with several rows and columns of figures.


http://www.cahmi.org/

D
Data dictionary: Contains a description of the variables that will be in a data set and describes
the response codes and definitions for each of the variables.

Desired population: The population that represents a group that you want to apply your research
to. Populations are often defined in terms of demography, geography, occupation, time, care
requirements, diagnosis, or some combination of the above.

Discrete, binomial measure: A discrete, binomial variable is one which may take on only a
countable number of distinct values such as 0, 1, 2, 3, 4, ... Discrete, binomial variables are
usually (but not necessarily) counts. A discrete variable X is said to follow a binomial
distribution with parameters.

E

Early and Periodic Screening, Diagnostic and Treatment (EPSDT): The comprehensive and
preventive child health program for individuals in Medicaid under age 21. The program includes
periodic screening, vision, dental, and hearing services and was defined by law as part of the
Omnibus Budget Reconciliation Act of 1989 (OBRA 89) legislation. EPSDT consists of two
mutually supportive operational components: (1) assuring the availability and accessibility of
required health care resources; and (2) helping Medicaid recipients and their parents or guardians
effectively use these resources. See http://www.cms.hhs.gov/medicaid/epsdt/.

Electronic medical records: A computer-based patient medical record.

External quality review: Current federal regulations issued by the Centers for Medicare and
Medicaid Services (CMS) obligate states to develop a written strategy for assessing the quality of
care for Medicaid beneficiaries in managed care plans. These regulations require states to adopt
standardized methods for quality review activities, specify mandatory and optional quality
review activities, and provide specific protocols for conducting quality reviews. In return, the
regulations give states an enhanced federal match for quality review activities and broaden the
types of organizations eligible to conduct reviews. (Definition obtained from
http://www.cmwf.org/publications/publications _show.htm?doc_id=278078)

External vendor/team: Partners outside of your team hired to handle the parts of the process of
implementing the PHDS that you may not be able to handle internally due to time constraints or
lack of expertise.


http://www.cms.hhs.gov/medicaid/epsdt/
http://www.cmwf.org/publications/publications_show.htm?doc_id=278078

F

Family-centered care (FCC): A system or philosophy of care that incorporates the family as an
integral component of the health care system. The PHDS measure assessing family-centered care
focuses on the quality of the communication between the health care provider and the family, as
well as the overall experience of care.

Frequencies, or frequency distribution: In a survey, a table showing what number (or
percentage) of respondents gave each answer to a question.

Frontline health care providers: Providers who work in clinical settings and provide the health
care measured in the PHDS.

G
“Gold standard”: What is achievable or what parents should expect from their child’s health
care providers.

H
Health care utilization: How much health care people use. For example: how many visits they
have, the kinds of visits they have.

Health Insurance Portability and Accountability Act (HIPAA): The U.S. Congress passed
the Health Insurance Portability and Accountability Act (HIPAA) in 1996. Title | of HIPAA
protects health insurance coverage for workers and their families when they lose or change their
jobs. Title 1l of HIPAA, the Administrative Simplification (AS) provisions, requires the
establishment of national standards for electronic health care transactions and national identifiers
for providers, health insurance plans, and employers. The AS provisions also address the security
and privacy of health data. The purpose of all these standards is to improve the efficiency and
effectiveness of the nation's health care system by encouraging the widespread use of electronic
data interchange in health care. (Definition derived from www.hipaacompliance.biz)

Health system characteristics: Specific processes, systems, and resources in the health system
that are related to the topics measured in the PHDS.

Health Plan Employer Data and Information Set (HEDIS): A collection of standardized
performance measures and their definitions designed to ensure that purchasers and consumers
can reliably compare the performance of managed health care plans. The performance measures
are related to public health issues such as cancer, heart disease, and asthma and also include



well-child visits. HEDIS is sponsored, supported, and maintained by the National Committee for
Quality Assurance. See http://www.ncqa.org/Programs/HEDIS.

|
Individual provider variation: The dissimilarity of care that a provider gives to various
children and families.

Ineligible cases: Children who do not meet the sampling criteria for age and continuous
enrollment.

Institutional review board (IRB): An appropriately constituted group that has been formally
designated to review and monitor biomedical and behavioral research involving human subjects.
In accordance with Food and Drug Administration (FDA) and HHS regulations, an IRB has the
authority to approve, require modifications in (to secure approval), or disapprove research. An
IRB performs critical oversight functions for research conducted on human subjects that are
scientific, ethical, and regulatory.

Interim data sets: Early versions of the data set provided when a specific number of surveys
have been received and/or are complete.

Internal team: The team within your office involved in implementing the PHDS survey.
Item-level survey responses: Responses to each question in the survey.

K
Kaiser Permanente Northwest (KPNW): A managed care organization. KPNW covers the
Oregon and Washington region for Kaiser Permanente.

M

Maintenance of Certification (MOC): The American Board of Medical Specialties adopted
MOC to replace periodic recertification. MOC consists of four components: demonstration of
professionalism (part 1); commitment to life-long learning (part 11); demonstration of cognitive
expertise (part I11); and evaluation of performance in practice (part IV).


http://www.ncqa.org/Programs/HEDIS

Maternal and Child Health Bureau (MCHB): A bureau of the Health Resources and Services
Administration, U.S. Department of Health and Human Services. MCHB provides leadership to
both the public and private sectors for the delivery of health care services to all mothers and
children.

MCHB Bright Futures: Bright Futures is a national initiative begun by MCHB to promote and

improve the health and well-being of children from birth through adolescence. Bright Futures is

dedicated to the principle that every child deserves to be healthy and that optimal health involves
trusting relationships among the health professional, the child, the family, and the community as
partners in health practice.

Mean variable: The mean is the arithmetic average of a data set (the sum of the values divided
by number of values). (Definition derived from the BRFSS site http://www.cdc.gov/brfss)

Medicaid: The U.S. health insurance program for individuals and families with low incomes and
resources. It is jointly funded by the states and federal government, and is managed by the states.
Among the groups of people served by Medicaid are eligible low-income parents, children,
seniors, and people with disabilities. Medicaid is the largest source of funding for medical and
health-related services for people with limited income.

Medical chart: A chronological written account of a patient's examination and treatment that
includes the patient's medical history and complaints, the physician's physical findings, the
results of diagnostic tests and procedures, and medications and therapeutic procedures.

Medline: Medical Literature Analysis and Retrieval System Online (Medline) is an international
literature database of life sciences and biomedical information. It covers the fields of medicine,
nursing, pharmacy, dentistry, veterinary medicine, and health care.

Microsystems: Clinical microsystems are the frontline units that provide most health care to
most people. They are the places where patients, families, and care teams meet. Microsystems
also include support staff, processes, technology and recurring patterns of information, behavior
and results. Central to every clinical microsystem is the patient. (Definition derived from
http://www.clinicalmicrosystem.org)


http://www.cdc.gov/brfss)
http://en.wikipedia.org/wiki/United_States

N

National Academy for State Health Policy (NASHP): An organization that works with states
to use health and health care findings to implement changes in state programs and policies.
(http://www.nashp.org).

National Committee for Quality Assurance (NCQA): A private, not-for-profit organization
dedicated to improving health care quality. NCQA generates useful, understandable information
about health care quality to help inform consumer and employer choice. It also works to generate
information and feedback that helps physicians, health plans, and others to identify opportunities
for improvement and make changes that enhance the quality of patient care.

National Health Interview Survey (NHIS): Obtains information about the amount and
distribution of illness, its effects in terms of disability and chronic impairments, and the kinds of
health services people receive.

National Healthcare Quality Report: A report developed by the Agency for Healthcare
Research and Quality (AHRQ) that is the first national comprehensive effort to measure the
quality of health care in America. The report includes a broad set of performance measures that
can serve as baseline views of the quality of health care. The report presents data on the quality
of services for seven clinical conditions, including cancer, diabetes, end-stage renal disease, heart
disease, HIV and AIDS, mental health, and respiratory disease. It also includes data on maternal
and child health, nursing home and home health care, and patient safety.

National Survey of Children with Special Health Care Needs (NS-CSCHN): A survey
sponsored by the Maternal and Child Health Bureau of the Health Resources and Services
Administration. The primary goal of the NS-CSHCN is to assess the prevalence and impact of
special health care needs among children in all 50 states and the District of Columbia. This
survey explores the extent to which children with special health care needs (CSHCN) have
medical homes, adequate health insurance, and access to needed services. Other topics include
care coordination and satisfaction with care. (Definition derived from cdc.org)

National Survey of Children’s Health (NSCH): A survey sponsored by the Maternal and Child
Health Bureau of the Health Resources and Services Administration that examines the physical
and emotional health of children ages 0-17 years of age. Special emphasis is placed on factors
that may relate to the well-being of children, including medical homes, family interactions,
parental health, school and after-school experiences, and safe neighborhoods. (Definition derived
from cdc.org)


http://www.nashp.org/
http://www.mchb.hrsa.gov/
http://www.mchb.hrsa.gov/
http://www.mchb.hrsa.gov/
http://www.mchb.hrsa.gov/

National Survey of Early Childhood Health (NSECH): This survey provides national baseline
data on pediatric care (and its impact) from the parent’s perspective. Questions focus on the
delivery of pediatric care to families with children under 3 years of age and the promotion of
young children’s health by families in their homes. Parents of more than 2,000 children were
interviewed for this survey.

Negative indicator measures: Proportion of children who did not receive recommended care.

O

Office Systems Inventory (OSI): Collects descriptive information about specific office systems
related to meeting informational needs and addressing concerns, identifying children at risk,
providing strong links to community resources, and promoting optimal parent/child relationships.

Over-sample: A sampling procedure designed to give a demographic or geographic population a
larger proportion of representation in the sample than the population's proportion of
representation in the overall population. Over-samples are often used to study the attitudes or
behavior of groups that make up a small proportion of the total population. For instance, one
might over-sample African Americans for a study on discrimination, or people ages 65 and over
for a study about Medicare.

P

Parents Evaluation of Developmental Status (PEDS®©): The PEDS is a methodology
developed by Frances Glascoe, Ph.D., for detecting developmental and behavioral problems in
children from birth to 8 years of age. This methodology involves asking parents to complete a
10-item questionnaire, which takes only a few minutes. More information about the PEDS can be
found at: http://www.pedstest.com

Patient-centered care: Health care where patients are respected, listened to, and partnered with
so that their needs and preferences are met. In this context, it applies to the helpfulness of care
provided to parents and the effect of care on parental confidence.

Payor: The person to whom a note or bill has been or should be paid. In health care, the payor is
typically the insurance company, Medicare, Medicaid, or the individual.


http://www.pedstest.com/
http://www.pedstest.com/

Person-identifiable data: Information that can be linked, directly or indirectly, to individual
people. Examples include name, geographical subdivisions, phone numbers, social security
number, and health records to name a few.

Practice-level assessment: Examines the quality of the health care by specific health care
providers or by the place (e.g., office) where care was received.

Pre-notification letter: A letter sent to each selected child in a strategy to maximize response
rates, ensure confidentiality, describe how results will benefit the respondent, and provide
instructions on how to complete the survey

Pro-PHDS: The reduced item version of the PHDS that includes three age-specific versions: 3—
9.99 months old, 10-18.99 months old, and 19-47.99 months old.

PHDS-PLUS: An additional version of the PHDS for telephone administration.

Provider well-child templates: Standardized forms that can be used by the provider for well-
child visits that list topics to cover in the visit.

Psychosocial issues in the family: Asking the parent about their own psychological and social
aspects of well-being, including depression, emotional support, changes or stressors in the home,
and how parenting is working.

Q

Quality chasm: A term draw from a report from the Institute of Medicine’s Committee on the
Quality of Health Care in America, Crossing the Quality Chasm: A New Health System for the
21st Century, which urgently calls for fundamental change to close the quality gap. The report
authors recommend a redesign of the American health care system, and provide overarching
principles for policymakers, health care leaders, clinicians, regulators, purchasers, and others. It
offers a set of performance expectations for the 21st century health care system, a set of 10 new
rules to guide patient-clinician relationships, a suggested organizing framework to better align
incentives inherent in payment and accountability with improvement in quality, and key steps to
promote evidence-based practice and strengthen clinical information systems.



Quality measures: Measures that summarize information from between one and 18 individual
PHDS items and assess individual components of recommended preventive and developmental
care. They are scored on a 0—100 scale, where 0 indicates that recommended care is not received
and 100 indicates that all aspects of care were received.

Quiality scores: Scores on quality measures.

R
Raw response rate: The number of questionnaires returned divided by the number of children in
your starting sample.

Recode: Reassigns the values of existing variables or collapses ranges of existing values into
new values.

Reporting audience: The audience that you are reporting survey results to.

Request for Proposals (RFP), or invitation to bid: A proposal made by a commercial
organization inviting bids from possible suppliers of a product or service, or by a government or
other funding agency inviting bids from possible research bodies.

S
Socio-demographic characteristics: Characteristics of human populations, such as risk for
depression, relationship to child, education level, and marital status.

Stakeholder: A person who is (or might be) affected by any action taken by an organization or
group. Examples are parents, children, customers, owners, employees, associates, partners,
contractors, suppliers, and people that are related or located near by. Any group or individual
who can affect or who is affected by achievement of a group’s objectives.

Standardized Developmental and Behavioral Screening (SDBS): Screening for
developmental and behavioral delays that occurs through the use of a standardized, valid
screening tool.

Staying Healthy domain of the Consumer Information Framework: The Consumer
Information Framework (CIF) is a customer-centered framework for quality measurement that is
based on what consumers conveyed as their health care needs across the lifespan, encompassing
the following four domains: Staying Healthy, Getting Better, Living with IlIness or Disability,



and Coping with the End of Life. The "Staying Healthy" domain focuses on health care aimed at
prevention and early detection of health or developmental problems.

Survey disposition: The current status of the survey in the survey administration process (e.g.,
whether the survey was completed, and if so, when in the process it was sent back).

T
T-test: Differences in mean scores between two groups.

Threshold measure: A threshold measure is a binomial measure identifying children who did
and did not receive a threshold level of quality of care. The thresholds for the PHDS measures
were based on consensus obtained from the PHDS advisors about the level of care considered
“high quality” for each measure and concurrent validity runs of the threshold measures with
other PHDS measures and child/parent outcomes. More information about the threshold
measures can be found in the papers listed in Appendix B.

U
Units of analysis: The entities, areas, or groups by which the PHDS findings are analyzed. Each
unit has different specifications for sampling.

Utilization data: Data representing the amount of services used prior to the survey.

W
Weekly tracking reports: Reports that describe the survey response rates throughout the
administration process and reported on a weekly basis by your vendor.

Weighting methodology: A technique used to assure representation of certain groups in the
sample. Data for underrepresented cases are weighted to compensate for their small numbers,
making the sample a better representation of the underlying population.

Well-child care: Well-child examinations are intended to assess children’s growth and
development, recognize problems early on, provide immunizations, educate parents, and provide
treatment for existing problems. The American Academy of Pediatrics and the Maternal and
Child Health Bureau provide guidelines and a schedule for well-child visits.



Appendix 1

Call to Action for Health System Leaders:
Why Health System Should Use the PHDS
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The Promoting Healthy Development Survey
(PHDS)

CAHMI A Tool to Address the Quality Chasm in Well-Child Care for Young Children

7

Well-child care is the heart of health care for children.
There is a quality chasm in the provision of well-child care
that needs to be addressed.

9 in 10 young children have one or more UNMET preventive ¢nd developmental service need.

6 in 10 young children have parents who DO NOT receive needed guidance and education they want
on key issues related to promoting their child's health and development.

Only half of young children with significant risks to their development receive some type of follow-up
addressing their risks.

Only half of young children have parents who were asked ebout smoking, alcohol and drug use in the home.

Fewer than half of mothers of young children who I ave symptonis of depression are
screened for depression.

8

The PHDS can build partnerships among health plans, providers and parents to
create solutions for closing the quality gap in well-child care for young children.

A Tool for Health Plans: Most health plans are
required by purchasers to provide a range of specific pre-
ventive and developmental services to young children, yet
the well-visit rate and satisfaction measures used are not
valid for assessing what happens during well-child visits.

A Tool for Providers: Pediatric providers prioritize
well-child visits with parents, yet many struggle to address
all well-child care recommendations and cannot meet
parents needs with the available time, tools and resources.

A Tool for Health Plan Members: Parents of young
children want more information and resources from their pediatric
providers and health plans, yet many parents do not effectively
utilize the well-child visit and provider and health plan resources
to best meet their needs and the needs of their child.

Solution: Health plans need valid, feasible,

cost efficient strategies like the PHDS to demonstrate
their commitment to being a child-centered health plan
and attract and keep families with young children as
members.

Solution: Providers need tools and strategies to
customize care to better meet the needs of their families.
The PHDS provides actionable information from parents
about how to better target services to meet their needs
during well-child visits.

Solution: Using the PHDS, parents learn and provide
feedback about where their needs are and are not being
met. Health plan websites and pre-visit questionnaires
anchored to PHDS measures optimize time spent with
providers and engage the family as active partners during
well-visits.

MEASUREMENT THAT MATTERS

Health care to promote the healthy development of young
children mostly relies on good communication and
partnerships with parents and valid tools and strategies
to assess and minimize risks and optimize assets of
children and families.

The Promoting Healthy Development Survey (PHDS)
provides health plans, providers and parents with a reliable,
valid and feasible tool to assess the quality of what happens
during well-child visits in order to target tailored improve-
ments that meet the needs of parents AND providers and
promote children’s healthy development. J




The only way to know if quality care was provided is to ask parents.



PROMOTING HEALTHY
DEVELOPMENT SURVEY (PHDS)

Fast Facts!

Meeting Parents Informational Needs

Actionable Information Obtained In The PHDS

Priority Topics: Approximately 18 recommended anticipatory guidance

and parental education topics parents care about and can report are
included.

Responses that Inform: If a topic is not discussed with parents,
parents indicate whether or not they would have liked providers to
discuss the topic.

Descriptive information is captured about key parenting behaviors that
protect and promote a child’s health and development (e.g. reading to
children, safety precautions, TV watching, etc.)

Asking about and Addressing Parental Concerns
Actionable Information Obtained In The PHDS

Whether parents are asked about and get information about
their concerns.

Whether children are at-risk for developmental delays and receive
some level of follow-up care.

What specific concerns parents have about their child. (Items from the
Parent Evaluation of Developmental Status© tool included in the PHDS)

Screening Families for Risks to the Child’s Health
Actionable Information Obtained In The PHDS

Whether pediatric providers screen parents for key risks to the child's
health, including substance abuse, parental depression and physical and
emotional safety in the home.

Descriptive information about the number of parents currently
experiencing symptoms of depression. (Items from the Kathi Kemper, MD
Depression Screener included in the PHDS)

“We would not be engaged in national discussions

about developmental services without the information

The Promoting Healthy Development Survey (PHDS):

Is a survey of parents, requiring 12-15 minutes to complete.
Focuses on clinical aspects of recommended well-child care.
Focuses on topics parents can validly report on.

Focuses on topics where there is the strongest evidence.

Has been validated and tested for use in health plans,
pediatric offices and geographic areas.

Has been used in numerous State Medicaid agencies
and incorporated into national surveys

J

Why Does This Matter?
Parents with their Informational Needs Met are
More Likely to do Positive Family Activities

Child’s Parent informational Needs MET on Related Topic
Child’s Parent Informational Needs NOT met on Related Topic

100%
80% 79% 78%

63%
0% 59%

40%
20%
0%

Child Read to Regularly
(5-7 days)

Child Watches Less than Two Hours
of TV/Videos

Why Does This Matter?
Asking about parent concerns using a

standardized developmental screening tool is
essential to determining a child's risk for delays.

Children who are identified and receive
treatment earlier are more likely to enter school
ready to learn.

Why Does This Matter?
Relationship between children with parents who
are depressed and other family/child factors

Child’s Parent experiencing symptoms of depression
Child’s Parent NOT experiencing symptoms of depression

100%
80%

60%

p 0o ided by the
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hairman of the Board of the

National Initiative for Children’s Healthcare Quality,
David Bergman, M.D.

40% 399
29%
20%

0%

Child at Significant
Risk for
Developmental
Delays

31%
22%

2 or More
ER/Urgent Care
Visits

40%

32%
17%
7%
Problems Paying for Do Not Regularly
Key Child Health Read to Child (4
or less days)

and
Medical Supplies




HOW CAN A HEALTH PLAN

USE THE PHDS? Well-Child Visit:
\ J 0 The current HEDIS measure focused on
BASELINE QUALITY MEASUREMENT well-child visit provides information about
Health plans can use the PHDS to gather baseline data and to children's access to well-child care, not what

compliment and enhance their current quality measurement they receive when they come in.

@ A national study published in Pediatrics
showed that only about one third of children
who had well-visits received a basic set of
recommended well-child care services
measured by the PHDS.

activities. The PHDS has been used by health plans to evaluate
quality across the entire system and by specific office settings
and individual providers. The PHDS has been feasibly
administered using a mail or telephone mode of administration.

ENHANCED USE OF HEALTH PLAN WEBSITE FOR MEMBERS

The PHDS can be added to a health plan’s member website. Consumer Satisfaction Surveys

Parents can complete the survey and get feedback about (For example: CAHPS, Picker, Art of Medicine Surveys)
questions they should ask at their child's well-child visit. Information Q Satisfaction surveys yield different
about the topics asked ¢ n be placed on the results about quality than a survey about
website. On the bac n gather baseline data clinical-quality like the PHDS.

from these complete
opportunities.

R Provement ’ A study conducted in a large health plan

showed that the PHDS and a common con-
ADMINISTRATION sumer experience and satisfaction surveys
agreed less than 50% of the time in identifying
high and poor quality providers.

IN-
A reduced-item version of the PHDS has been developed, tested
and implemented pediatric office settings. The parent can
complete the PHDS when the check-in using either a paper/pencil
version or computer kiosks available in the waiting room.
way | provide care. It made me
think about how | can put my
families first and meet their
needs better.”

Fred Holmes, M.D.

Mousetrap Pediatrics

AN EXAMPLE OF HOW A HEALTH PLAN USED THE PHDS: wssrs  ADDRESSING PARENTAL CONCERNS

i vttt asking et 2o R
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Kaiser Permanente Northwest (KPNW) implemented the PHDS to
assess health care quality and identify improvement opportunities
across the health plan, within pediatric offices and across pediatric
providers. Office- and provider-level reports were disseminated to
front-line health care providers and a strategic report was used by
senior leaders to identify leverage arms for improvement and engage
key stakeholders to identify champions in leveraging member health
education efforts and website and electronic medical record
systems to implement feasible change concepts, including:

OVERALL RESULTS FOR ALL OFFICES

Meet Parents Informational Needs:
¢ Enhance and focus parent education and activation
materials on areas where PHDS shows parent needs are
least likely to be met.
¢ Prompt providers to focus on areas where parent needs
are not met using the electronic. medical record.

PARENTAL CONCERNS

etre e "2l ar 2 e

Examples of
Reports

Use Pre-Visit Questionnaires for Standardized Screening:
¢ Advance the pre-visit use of parent completed
standardized developmental screening tools and standardized
parental depression screening tools.

¢ Reportfindings to pediatric providers for use during the
child's well-visit.




#‘0 The Child and Adolescent Health Measurement Initiative
) )

The Promoting Healthy Development Survey (PHDS)

Produced with support from The Commonwealth Fund.
The PHDS and related tools are available for free on the CAHMI website at www.cahmi.org

CAHMI and the Commonwealth Fund website at www.cmwf.org.
PHDS Availability and PHDS Tools and
Benchmark Data Resources
Available on the CAHMI Website:
The PHDS and related tools are available for free on www.cahmi.org

the CAHMI website at www.cahmi.org.
Tools and resources for using the PHDS

To date, the CAHMI has worked with State Medicaid B Ml website include:

agencies, health plans and pediatric practices to 1. Downloadable versions of the PHDS for

implement the PHDS, collecting over 20,000 cases of administration _ _ _

benchmark data and representing over a half million (mail, telephone, online or in-office
i . . versions available)

young children. In addition, items from the PHDS are

included in the National Survey of Early Childhood 2. Administration protocols and materials

Health and the National Survey of Children's Health. (For example: process, timelines,
cover letters, reminder post cards)

3. Example results reporting templates
(For example: Reporting templates to
use in sharing the findings with front-
line health care providers)

4. Examples from past users
(For example: Highlights of how
Kaiser Permanente Northwest
used the PHDS)

5. Other PHDS related publications and

Implementation Support resources, such as peer reviewed papers and

The PHDS was initially developed and tested for use
in health plans and is the only available, valid and
reliable parent reported tool to assess the receipt of
many aspects of recommended well-child care
essential to ensuring the healthy development of
young children that are not currently measured in

most health plans. CAHMI Contact Information

Website: www.cahmi.org
The PHDS development team welcomes the opportu- Email: cahmi@ohsu.edu
nity to engage in strategic conversations with interest- Phone: 503.494.1930

ed health plans in how they can use the PHDS and
other CAHMI consumer-based quality measurement
tools as part of their quality measurement and
improvement strategy.

The Child and Adolescent Health Measurement Initiative
Oregon Health & Science University
Department of Pediatrics, School of Medicine
707 S.W. Gaines Road, Mail Code CDRCP
Portland, Oregon 97239-2998
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Appendix 2:

PHDS tools and resources

CAHMI Contact Information

o Website: www.cahmi.org
e Phone Number: 503-494-1930
e Email: cahmi@ohsu.edu

For more information on the development of the PHDS and quality measures
included in the PHDS, refer to the following publications, review the CAHMI
website (www.cahmi.org) or contact the CAHMI:

e Bethell C, Reuland C, Schor E. Assessing health system provision of well-
child care: The Promoting Healthy Development Survey. Pediatrics. 2001
May; 107(5):1084-94.

e Bethell C, et al. Partnering with Parents to Promote the Healthy
Development of Young Children Enrolled in Medicaid. September 2002.
Available at:
http://www.cmwf.org/programs/child/bethell_partnering_570.pdf

e Bethell, C, et al, Measuring the quality of preventive and developmental
services for young children: National estimates and patterns of clinicians’
performance. Pediatrics. 2004 Jun;113(6 Suppl):1973-83.

e Reuland C, Bethell C. Key Measurement in Screening, Referral, and
Follow-Up for Care for Young Children’s for Children’s Social and
Emotional.
http://www.nashp.org/Files/measurement_paper_for_web_final_4.7.05.pd
f

e Blumberg SJ, Halfon N, Olson LM. The National Survey of Early Childhood
Health Pediatrics. 2004 Jun;113(6 Suppl):1899-906.
http://www.ncbi.nlm.nih.gov/sites/entrez?db=pubmed&cmd=Retrieve&do
pt=AbstractPlus&list_uids=15173460&query_hl=5&itool=pubmed_docsum

e Kogan MD et. al. Routine assessment of family and community health
risks: parent views and what they receive.Pediatrics. 2004 Jun;113(6
Suppl):1934-43. Erratum in: Pediatrics. 2005 Sep;116(3):802.
http://www.ncbi.nlm.nih.gov/sites/entrez?db=pubmed&cmd=Retrieve&do
pt=AbstractPlus&list_uids=15173464&query_hl=1&itool=pubmed_docsum
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Halfon N et. al. Assessing development in the pediatric office.

Pediatrics. 2004 Jun;113(6 Suppl):1926-33.
http://www.ncbi.nlm.nih.gov/sites/entrez?db=pubmed&cmd=Retrieve&do
pt=AbstractPlus&list_uids=15173463&query_hl=4&itool=pubmed_docsum

Zuckerman B et. al. Prevalence and correlates of high-quality basic
pediatric preventive care. Pediatrics. 2004 Dec;114(6):1522-9.
http://www.ncbi.nlm.nih.gov/sites/entrez?db=pubmed&cmd=Retrieve&do
pt=AbstractPlus&list_uids=15574610&query_hl=5&itool=pubmed_docsum

For more information about the Promoting Healthy Development Tools and
Implementation Guidelines, visit the CAHMI website for the following documents:

Promoting Healthy Development Survey Toolkit
http://cahmi.org/ViewDocument.aspx?DocumentID=128

In-Office Administration of the Reduced-Item Promoting Healthy
Development Survey (ProPHDS) Manual
http://cahmi.org/ViewDocument.aspx?DocumentID=184

Promoting Healthy Development Survey-PLUS (PHDS-PLUS)
Implementation Guidelines
http://www.commonwealthfund.org/publications/publications show.htm?d
oc id=463475

Measure of Standardized Developmental and Behavioral Screening: Users
Tip Sheet http://cahmi.org/ViewDocument.aspx?DocumentID=69

Examples of reports and presentations highlighting how the PHDS has been
used and key findings:

A comprehensive list of references used in the development of the
Promoting Healthy Development Survey.
http://cahmi.org/ViewDocument.aspx?DocumentID=162

Background on the Promoting Healthy Development Survey, which
measures the quality of preventive and developmental care for young
children. http://cahmi.org/ViewDocument.aspx?DocumentID=183

The PHDS-PLUS is a telephone administered version of the PHDS. The
PHDS-PLUS contains additional items about the child’s health and health
care utilization and items asking the parent about their health and other
socio-demographic characteristics.
http://www.cahmi.org/pages/Topics.aspx?section=8&topic=82&parent=8
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http://www.cahmi.org/pages/Topics.aspx?section=8&amp;topic=82&amp;parent=8

Learn how the PHDS has been implemented in pediatric offices.
http://cahmi.org/ViewDocument.aspx?DocumentID=135

Get quick information about the PHDS.
http://cahmi.org/ViewDocument.aspx?DocumentID=54

This slideshow was presented at the 2001 Association of Maternal and
Child Health Programs annual meeting and provides background
information on the PHDS. It also describes how the PHDS was
implemented in Washington state.
http://cahmi.org/ViewDocument.aspx?DocumentID=201

This slideshow describes how CAHMI worked with the Maine Medicaid
program to implement the PHDS for quality assessment and improvement
purposes. http://cahmi.org/ViewDocument.aspx?DocumentID=203

This report highlights key findings from a state-wide PHDS survey to
parents of Medicaid clients in Washington State.
http://cahmi.org/ViewDocument.aspx?DocumentID=136

A presentation at the National Initiative for Children's Healthcare Quality
(NICHQ) Annual Forum about work CAHMI is doing with pediatric offices
to implement the PHDS as part of their quality improvement strategies.
http://cahmi.org/ViewDocument.aspx?DocumentID=43

This presentation is about how the PHDS can be used at a state level for
various quality measurement and improvement purposes. This Users
Liason Program meeting was sponsored by the Agency for Healthcare
Research and Quality (AHRQ) and coordinated by National Academy for
State Health Policy.
http://cahmi.org/ViewDocument.aspx?DocumentID=202

A poster presentation on the development and testing of the Promoting
Healthy Development Survey in three health plans. Presented at the
AcademyHealth (formerly Association for Health Services Research) 2001
annual meeting. http://cahmi.org/ViewDocument.aspx?DocumentID=205

Summary of Interviews & Focus Groups with Parents of Young Children:
Reporting the Promoting Healthy Development Survey (PHDS) Findings to
Parents. http://cahmi.org/ViewDocument.aspx?DocumentID=167

A summary of CAHMI's practice-level Promoting Healthy Development
Survey (PHDS) project.
http://cahmi.org/ViewDocument.aspx?DocumentID=135

More than 19 pediatric and family medicine practices in Vermont will
receive practice-specific data findings as a result of this project. Learn
how the PHDS was implemented and some of its high level findings.
http://cahmi.org/ViewDocument.aspx?DocumentID=142
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For more information on national guidelines and recommendations measures by
the PHDS:

Federal Maternal and Child Health Bureau’s Bright Futures

e http://www.brightfutures.org/bf2/about.html

e Green M, ed. Bright Futures: Guidelines for Health Supervision of Infants,
Children and Adolescents. Arlington, VA: National Center for Education in
Maternal and Child Health; 1994.

e Important Note: The Bright Futures recommendations are currently being
revised by the American Academy of Pediatrics. For information about the
update recommendations, please review the following resource:
http://brightfutures.aap.org/web/

American Academy of Pediatrics Health Supervision Guidelines

e http://www.aap.org

e American Academy of Pediatrics. Guidelines for health supervision III.
Chicago, IL: American Academy of Pediatrics; 1997.

US Preventive Services Task Force

e http://www.ahrq.gov/clinic/uspstfix.htm

e U.S. Preventive Services Task Force. Guide to Clinical Preventive Services,
2nd ed. Washington, DC: Office of Disease Prevention and Health
Promotion, U.S. Government Printing Office, 1996.

For more information about national surveys that have incorporated items from
the PHDS:

National Survey on Early Childhood Health (NSECH)
e http://www.cdc.gov/nchs/about/major/slaits/nsech.htm

National Survey of Children’s Health
e http://www.cdc.gov/nchs/about/major/slaits/nsch.htm
e http://www.nschdata.org/Content/Default.aspx

For more information about improvement efforts focused on preventive and
developmental services.

Note: The list below only represents those organizations that the CAHMI
has worked with in considering how the PHDS fits within their models for
improvement and is not a full listing of quality improvement resources
related to preventive and developmental health care.
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Center for Health Care Quality

Established at Cincinnati Children's Hospital Medical Center, the center is a
resource for health care providers throughout the world to make the
highest-quality care a reality for children and their families. The Center for
Health Care Quality is the result of a merger of the Center for Children's
Healthcare Improvement, formerly based at the University of North
Carolina at Chapel Hill, and the Center for Health Policy and Clinical
Effectiveness at Cincinnati Children's, which not only does improvement
work but also conducts research into interventions that improve health
outcomes in the community and the home.
http://www.cincinnatichildrens.org/svc/alpha/h/health-policy/

UCLA Center for Healthier Children, Families and Communities
(CHCFC).

The Center is a multi-disciplinary program of the UCLA School of Medicine,
Department of Pediatrics and the UCLA School of Public Health, dedicated

to improving society's ability to provide children with the best

opportunities for health and well-being, and the chance to assume

productive roles within families and communities.
http://www.healthychild.ucla.edu/

Specific Report of Interest: Quality of Preventive Health Care for Young
Children: Strategies for Improvement, Neal Halfon, M.D., M.P.H., Moira Inkelas,
Ph.D., M.P.H., Melinda Abrams, M.S., and Gregory Stevens, Ph.D., M.H.S., The
Commonwealth Fund, May 2005 Quality of Preventive Health Care for Young
Children: Strategies for Improvement:
http://www.cmwf.org/publications/publications show.htm?doc id=275484

Healthy Development Collaborative

A Practical Guide for Improving Child Developmental Services.
http://www.cmwf.org/tools/tools show.htm?doc id=372065

Healthy Steps Model

Healthy Steps for Young Children is a national initiative aimed at
enhancing the quality of preventive health care for infants and toddlers.
Established with Commonwealth Fund support, the program emphasizes a
close relationship between health care professionals and parents in
addressing the physical, emotional, and intellectual development of
children from birth to age 3.

http://www.cmwf.org/general/general show.htm?doc id=246567 OR
http: www.healthysteps.org
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Help Me Grow

e Help Me Grow Roundtable: Promoting Development through Child Health
Services Supplement to the Journal of Developmental and Behavioral Pediatrics.
http://www.cmwf.org/publications/publications show.htm?doc id=379780

National Initiative for Children’s Health Care Quality

e The National Initiative for Children's Healthcare Quality (NICHQ) is an
education and research organization dedicated solely to improving the
quality of health care provided to children. Founded in 1999, NICHQ's
mission is to eliminate the gap between what is and what can be in health
care for all children. http://www.nichg.org

Vermont Child Health Improvement Program

e The Vermont Child Health Improvement Program (VCHIP) is a
population-based child and adolescent health services research and
quality improvement program of the University of Vermont. VCHIP's
mission is to optimize the health of Vermont's children by initiating and
supporting measurement-based efforts to enhance private and public child
health practice. http://www.med.uvm.edu/vchip/HP-
DEPT.asp?SiteArealD=513
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The Promoting Healthy Development Survey (PHDS)
(Full-Length Version)
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CONFIDENTIAL ID CODE

YOUR VOICE COUNTS!

Your Voice Counts!

We need your help on a very important project!

We want to improve the care we provide your child.
Please help us learn more about the care we provide by
filling out the following survey. Your feedback is very important to us!

By completing this survey, you are indicating that you have given your consent to participate. Your name will not be

recorded. Results will be kept completely confidential. If you choose to not answer the survey, the decision will have

no effect on the care your child receives. If you begin to answer the questions, and then change your mind you may
stop at any time. Also, if there are particular questions that you don’t want to answer, you may skip them.

Instructions

1. In this survey, the word child is used to refer to the child or foster child noted in the letter that came
with this survey. Answer all the questions in the survey for only that child.

2, Answer all the questions by filling in the circle completely. See the example below for how the circle
should be filled in.

D D
Yes No

3. You are sometimes told to skip over some questions in this survey. When this happens you will see an
arrow and then a note that tells you what question to answer next, like this:

D D
Yes @ No -+ (Go to page 8 and continue with question 12)
So, if you choose to answer “No” to this question, then you will go to
page 8 of this survey and continue the survey with question #12.

BEFORE you begin, please answer this question:
Do you have a child that is between the ages of 3 month and 50 months old?

1D 2D
Yes 7 (Go to page 2 and No 7 (Please STOP NOW and
continue with question1) RETURN this survey)




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

SECTION I: GENERAL INFORMATION YOUR CHILD’S HEALTH CARE

1. In the last 12 months, how many times did your child go to an emergency room?

10 20 £10) e 50 10
0 times 1 time 2-3 times 4-5 times 6-10 times 10 or more times

2. Inthe last 12 months (not counting times your child went to an emergency room) how many times did your
child go to a doctor's office or clinic?

10 20 [0) 40 50 e
0 times 1 time 2-3 times 4-5 times 6-10 times 10 or more times

3. Inthe last 12 months, how many times was your child a patient in a hospital overnight or longer?

10 20 30 210 50 O
0 times 1 time 2-3 times 4-5 times 6-10 times 10 or more times

4. Inthe last 12 months, has your child needed care right away for an illness or injury?

10 20
Yes No @1 ¢ Go to Question 5

4a. When your child needed care right away for an illness or injury, how often did your child get this
care as soon as you wanted?
10 20 10 40
Never Sometimes Usually Always

5. Inthe last 12 months, did your child get care from more than one kind of health care provider or use more
than one kind of health service?
10 20
Yes No @M & Go to Question 6

5a. In the last 12 months, did anyone from your child’s doctor’s office or clinic help coordinate your
child’s care among these different providers or services?

10 20 1)
Yes No My child did not get care from different
providers or use more than one service

2




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

6. How old is your child?

OO0 OO

Years Months

A doctor or other health provider could be a general doctor, a specialist doctor, a pediatrician, a nurse
practitioner, a physician assistant, a nurse or any one else you would see for health care.

Your child’s doctors or other health providers may talk with you about certain topics that are important for your child’s
development and growth. Some topics are specific to your child’s age. The next questions ask you about these age-
specific topics and whether your child’s doctors or other health providers talked about them.

NOTE: Use the diagram below and please find the page that matches the age of your child. Turn to this page and
answer ONLY the questions found on this page. Then continue with the rest of the survey on page 7.

How old is your child?

10 3-9 months old

Go to page 4

2 10-18 months old

Go to page 5

3Q 19-50 months old

Go to page 6

4 Olderthan 50 months old (4 years, 2 mos.) Al &

Please STOP now and
RETURN the survey at this time
in the envelope provided




YOUR VOICE COUNTS!

Answer if child is 3-9 months old

CONFIDENTIAL ID CODE

SECTION II: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

NO,
7. s hild b did hild and mYEL?éstions but mJ Egéstions butlwi':;),w ¢ had i:;l;rlnjla;?::igggt
. Ince your child was omj Id your C. 1a's va 4 | were not answered talked about that this topic and did
doctors or other health providers talk with you were answere completely alked about tha not need to talk
about the following: about it any more
a) 'I'lr;igrgns you can do to help your child grow and 10 20 30 :0
b) The kinds of behaviors you can expect to see in
your child as he/she gets older ‘0 0 0 0
c) Breastfeeding 10 20 30 40
d) Issues related to food such as the introduction
of solid foods ‘0 0 0 0
e) The importance of placing your child on his or
her back when going to sleep ‘0 0 0 0
f)  Where your child sleeps (such as the location
and type of crib of your child may sleep in) ‘0 0 0 0
g) Night waking and fussing 10 20 30 40
h) How your child communicates his/her needs 10 20 30O Q)
NO,
Si hild b did hild and mYEl?:astions but mJ Eleéstions but | wi,:f\),we had i::;rlnilart?::‘;:;:gt
8. Ince your child was °m_’ Id your C. nas ya q | were not answered talked about that this topic and did
doctors or other health providers talk with you were answere completely alked about tha not need to talk
about the following: about it any more
a) What your child is able to understand 10 20 30 1e)
b) How your child responds to you, other adults,
and caregivers ‘0 20 0 «0
¢) How to avoid burns to your child, such as
changing the hot water temperature in your 10 20 £10) Q)
home
d) Using a car-seat 10 20 30 10
e) How to make your house safe 10 20 £10) 40
f) Importance of showing a picture book to or
reading with your child 0 20 0 “0
g) Whether your child watches television (TV) 10 20 £10) 7o)
h) Issues related to childcare 10 20 30 ’1Q)
i) Resources for parents and families in your
community 0 20 30 +0
4

Now go to question 13 on page 7.




YOUR VOICE COUNTS!

CONFIDENTIAL ID CODE

SECTION II: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

NO,
YES YES, NO but | already had
9. Inthe last 12 months, did your child’s doctors | and my questions but | wish we had ‘s topi ;
st 12 months, iy rs | ity estons, | ot ishwerad | T
or other health providers talk with you about were answere completely alkedaboutthal | ot need to talk
the following: about it any more
a) Tahr:r(;glzayrcr)]u can do to help your child grow 10 20 30 .0
b) The kinds of behaviors you can expect to
see in your child as he/she gets older 0 20 20 ‘0
c) Vitamins and foods your child should eat 10 20 30 40
d) Bed and naptime routines 10 20 30 40
e) Words and phrases your child uses and
understands 0 20 20 ‘0
f) Night waking and fussing 10 20 30 40
g) Whether your child uses a bottle 10 20 30 40
h) How your child may start to explore away
from you ‘0 20 0 0
NO,
YES YES, NO but | already had
. - b but my questions L information about
10. In the last 12 months, did your child's doctors acvi 2}; ;l:;ztrlzgs were not answered ?:ILL\:’VI:EOWU‘:#;C: this topic and did
or other health providers talk with you about completely not need to talk
the following: about it any more
a) Guidance and discipline techniques to use
with your child 0 20 °0 ‘0
b) Toilet training 10 20 30 40
¢) What you should do if your child swallows
certain kinds of poisons 0 20 *0 ‘0
d) Using a car-seat 10 20 30 40
e) How to make your house safe 10 20 30 40
f) Importance of reading with your child 10 20 30 40
g) Whether your child watches television (TV) 10 20 30 40
h) Issues related to childcare 10 20 [0 40
i) Resources for parents and families in your 10 20 30 e

community

Now go to question 13 on page 7.




YOUR VOICE COUNTS!

CONFIDENTIAL ID CODE

| SECTION II: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

NO,
YES YES, NO but | already had
11. In the last 12 months, did your child’s doctors | and my quéstions butmy questions | 1, ¢ yishwe had | INforMmation about
. == y . d | were not answered talked about that this topic and did
or other health providers talk with you about were answere completely cllhelelueliulk) not need to talk
the following: about it any more
a) Tlr;igr%s you can do to help your child grow and 10 20 30 :0
b) The kinds of behaviors you can expect to see in
your child as he/she gets older ‘0 20 0 «0
c) Issues related to food and feeding 10 20 30 40
d) Bedtime routines and how many hours of sleep
your child needs ‘0 20 0 “0
e) Toilet training 10 20 30 40
f) Words and phrases your child uses and
understands ‘0 20 0 0
9) Hovy your child is learning to get along with other 10 20 30 0
children
h) Guidance and discipline techniques to use with
your child ‘0 20 0 “0
NO,
YES YES, NO but | already had
. - o but my questions g information about
12. Inthe last 12 months, did your child’s doctors | and my questlogs were not answered ltJuItkl \glslf)l Wit:ail this topic and did
or other health providers talk with you about were answere completely alked about tha not need to talk
the following: about it any more
a) Ways to teach your child about dangerous
situations, places and objects ‘0 20 0 “0
b) Using a car-seat 10 20 30 40
c) How to make your house safe 10 20 30 1e)
d) What you should do if your child swallows
certain kinds of poisons 0 20 *0 «0
e) Importance of reading with your child 10 20 £10) Q)
f) Whether your child watches television (TV) 10 20 £10) 7o)
g) Issues related to childcare 10 20 30 40
i) Resources for parents and families in your
community 0 20 0 <0
Now go to question 13 on page 7. 6




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

| SECTION lll: HEALTH COMMUNICATION AND INFORMATION

The next questions ask about your overall experiences with the health care your child has received from his or her
doctor or other health providers in the last 12 months.

13. Inthe last 12 months, how often did your child’s doctors or _
other health providers. . . Never Sometimes Usually Always
a) Take time to understand the specific needs of your child 10 20 30 40
b) Listen carefully to you 10 20 30 40
c) Respect you as an expert about your child 10 20 30 40
d) Build your confidence as a parent 10 20 30 40
e) Help you feel like a partner in your child’s care 10 20 30 40
14. In the last 12 months, how often did your child’s doctors or )
other health providers. . . Never Sometimes Usually Always
a) Explain things in a way that you can understand 10 20 30 40
b) Ask you about how you are feeling as a parent 10 20 30 40
c) Show respect for your family’s values, customs and how
you prefer to raise your child 0 20 20 ‘0
d) Talk to you about resources for parents and families in
your community 0 20 20 ‘0
e) Talk to you about issues in your community that may
affect your child’s health and development (such as lead
poisoning, pool safety, community violence and gun 0 20 0 ‘0
safety)




YOUR VOICE COUNTS!

CONFIDENTIAL ID CODE

15. In the last 12 months, how helpful were your Not We did
discussions with your child’s doctors or other Very Somewhat | at all not
health providers in: Helpful | Helpful Helpful helpful | discuss
a) Helping you understand your child’s behavior 10 20 30 40 0
b) Learning how to protect your child from injuries 10 20 30 40 0
¢) Giving you the information you needed when

you needed it 0 20 20 ‘0 *0
d) Helping you learn how to meet your own
needs while caring for your child 0 20 0 ‘0 0

16. Overall, do you feel more or less confident in doing the | do not
following things because of the information or guidance | feel a | feel a feel more
you _received from your child’s doctors or other health lot more | little more or less | feel less
providers? confident | confident | confident | confident
a) Doing things for your child that help him or her

grow and learn 0 20 0 ‘0
b) Protecting your child from injury and accidents 10 20 s0 40
¢) Addressing any special concerns you have about your

child’s development and behavior 0 20 0 ‘0
d) Managing your parenting responsibilities 10 20 30 40

Health information can include written pamphlets, videos you could have seen in the waiting room, recorded
information over the telephone while waiting to make an appointment or information on the Internet. You could have
seen or heard this information inside or outside your doctor’s office.

17. Inthe last 12 months, did you see or hear any information about: Yes No

a) Safety Tips: How to make your house and car safe for your child 10 20

b)  Health Care Tips: When and how often your child should see the doctor,
immunization reminders, information about other health care services available for 10 20
your child

c) Developmental Information: Information about your child’s development and how 0 .0
you can help your child grow and learn

d) Child Care Tips: Helpful tips about how to care for your child and issues related to .0 .0
childcare.




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

| SECTION IV: HEALTH CONCERNS ABOUT YOUR CHILD

The next few questions ask about concerns parents or guardians sometimes have about their child.

18. * Do you have any concerns about . . . Yes Alittle Not at all

a)  Your child’s learning, development or behavior 0 20 30
b)  How your child talks and makes speech sounds 0 20 30
c)  How your child understands what you say 0 20 30
19. * Do you have any concerns about . . . Yes Alittle | Notatall
a) How your child uses his or her hands and fingers to do things 0 20 50
b) How your child uses his or her arms and legs 0 20 50
c) How your child behaves e 20 30

20. * Do you have any concerns about ... Yes Alittle Not at all

a) How your child gets along with others 0 20 30
b)  How your child is learning to do things for himself/herself 0 20 50
c) How your child is learning pre-school skills 0 20 30

21. Inthe last 12 months, did your child’s doctors or other health providers ask if you have concerns about your
child’s learning, development and behavior?

10 20 30
Yes No [ don’'t remember

22. |In the last 12 months, did your child’s doctors or other health providers give you specific information to address

your concerns?
10 20 30 40
Yes No | don’t remember | did not have any

concerns

* Adapted with permission from Parent’s Evaluation of Developmental Status, <« 1997 Frances Page Glascoe, Ellsworth and VandermeerPress. Any
reproduction or adaptation withoutthe express written consent of the publisheris a violation of federal law.




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

23  Did your child’s doctors or other health providers ever: Yes No
a) Refer your child to another doctor or other health provider 10 20
b) Test your child’s learning and behavior 10 20
c) Note a concern about your child that should be watched carefully 10 20
d) Refer your child for speech-language or hearing testing 10 20

24. |In the last 12 months, did your child's doctors or other health providers tell you that they were
doing an assessment or test of your child's development?

10 20 30
Yes No | don’t remember
25, In the last 12 months, did your child’s doctors or other health providers have your child pick up small objects,

stack blocks, throw a ball or recognize different colors?

10 20 10 40
Yes No | don’t remember My child is too young
to do these kind of activities

26. Inthe last 12 months, did your child's doctor or other health care provider have you fill out a
questionnaire about specific concerns or observations you may have about your child's physical
ability, communication or social behaviors?

10 20
Yes [N Go to Question No @M & Goto Question

26a. Did this questionnaire ask about your concerns or observations about how your child talks or
makes speech sounds?

10 20
Yes No

26b. Did this questionnaire ask about your concerns or observations about how your child behaves and
gets along with you and others?

10 20
Yes No

10




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

| SECTION V: YOUR FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them
provide the best care possible for your child. These questions can be asked in a survey that you fill out before the visit,
in the waiting room or when you talked with your child’s doctor or other health provider during your child’s visit.

27. Inthe last 12 months, did your child’s doctors or other health providers ask you: Yes No
a) If you or someone in your household smokes 10 20

b) If you or someone in your household drinks alcohol or uses other substances 10 20

c) Ifyou ever feel depressed, sad or have crying spells 10 20

d) If you have someone to turn to for emotional support 10 20

28. |In the last 12 months, did your child’s doctors or other health providers ask you: Yes No
a) If you feel safe at home 10 20

b) If you have any firearms in your home 10 20

c) To talk about any changes or stressors in your family or home 10 20

d) How parenting works into your daily activities and future plans in life 10 20

| SECTION VI: YOUR CHILD’S HEALTH

The next questions are about your child’s health.

29. Overall, how would you rate your child’s health in the last 12 months?

10 20 30 40 sO
Excellent Very Good Good Fair Poor

30. Was your child born prematurely, that is, more than 4 weeks early?

10 20
Yes No

31. Inthe last 12 months, have night waking and fussing been an issue with your child?

10 20
Yes No
11




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

32. Does your child currently need or use medicine prescribed by a doctor (other than vitamins)?

10 20
Yes @& Go to Question 32a No AN Go to Question 33

32a. Is this because of ANY medical, behavioral or other health condition?

10 20
Yes @M Goto Question No D¢ Go to Question 33
32b

32b. Is this a condition that has lasted or is expected to last for at least 12 months?

10 20
Yes No

33. Does your child need or use more medical care, mental health or educational services than is
usual for most children of the same age?

10 20
Yes @M & Go to Question 33a No @1 Go to Question 34

33a. Is this because of ANY medical, behavioral or other health condition?
10 20
Yes @1 Goto Question No A1 Go to Question 34
33b

33b. Is this a condition that has lasted or is expected to last for at least 12 months?

10 20
Yes No

34. Is your child limited or prevented in any way in his or her ability to do the things most children of
the same age can do?

10 20
Yes @M & Go to Question 34a No A1 Go to Question 35

34a. Is this because of ANY medical, behavioral or other health condition?

10 20
Yes @1 Goto Question No D¢ Go to Question 35
34b

34b. s this a condition that has lasted or is expected to last for at least 12 months?
12
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YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

35. Does your child need or get special therapy, such as physical, occupational or speech therapy?

10 20
YesD e Go to Question 35a No D¢ Go to Question 36

35a. Is this because of ANY medical, behavioral or other health condition?

10 20
Yes @1 Goto Question No @) & Go to Question 36
35b

35b. Is this a condition that has lasted or is expected to last for at least 12 months?

10 20
Yes No

36. Does your child have any kind of emotional, developmental or behavioral problem for which he or
she needs or gets treatment or counseling?

10 20
Yes @M Go to Question 36a No @& Go to Question 37

36a. Has this problem lasted or is it expected to last for at least 12 months?

10 20
Yes No

| SECTION VII: YOUR CHILD’S PERSONAL DOCTOR OR NURSE

37. A personal doctor or nurse is a health professional who knows your child well and is familiar
with your child’s health history. This can be a general doctor, a pediatrician, a specialist doctor, a
nurse practitioner or a physician assistant. Do you have one person you think of as your child’s
personal doctor or nurse?

10 20
Yes No @M Go to Question 38
37a. Do you have more than one person you think of as your child’s personal doctor or nurse?
10 20
Yes No

37b. In the last 12 months, have you needed to call your child’s personal doctor’s or nurse’s office or
clinic for help or advice over the phone?

10 20
Yes No 1 Go to Question 38

37c. In the last 12 months, when you called your child’s personal doctor or nurse for help or advice

14




over the phone, how often were you able to get the help or advice you needed for your child?

10 20 30 «0
Never Sometimes Usually Always

15




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

| SECTION VIII: YOU AND YOUR HEALTH

The next questions are about you and your health. We are asking these questions to better understand the children
and families we care for so that we can improve our services. Remember this survey is confidential and results will
be kept completely anonymous.

38. Are you male or female?

10 20
Male Female

39. What is your age right now?

10 20 30 40 50 sO 0 80
Under 18 18 t0 24 25-34 35-44 45-54 55-64 65-74 75 or older

40. Overall, how would you rate your health in the last 12 months?

10 20 30 40 50
Excellent Very Good Good Fair Poor

41. How many days in the last week have you felt depressed?

10 20 30 40 S0 60 70 80
0 days 1 day 2 days 3 days 4 days 5 days 6 days All 7 days

42. |In the last 12 months. have you had two weeks or more during which you felt sad, blue, depressed or lost
pleasure in things you usually cared about or enjoyed?

10 20
Yes No

43. Have you had two or more years in your life when you felt depressed or sad most days, even if you felt okay

sometimes?
10 20
Yes No

16




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

| SECTION IX: HOUSEHOLD ACTIVITIES AND INFORMATION

The next questions ask about some of the activities in your family.

44.  When laying your child down to sleep at night or for a nap, in what position do you usually place your child ?
10 20 30 40 50

OnBack  On Stomach On Side No Special Position My child is too old to place in any
specific sleeping position

45. How many days in a typical week do you or other family members read a book with your child?

10 20 30 40 5O
Everyday 5-6 days 3-4 days 1-2 days No Days
(7 days) (0 days)
46. Haveyou ... Yes No
a)  Putlocks on cabinets where things such as cleaning agents or medicines are kept 10 20
b)  Put padding around hard surfaces or sharp edges 10 20
c)  Putstoppers or plugs in electrical outlets 10 20
d)  Tumed down the hot water temperature on your hot water heater 10 20
e)  Kept the Poison Control Center phone number on or near your phone 10 20
f)  Kept Syrup of Ipecac in your home 10 20

47. How long did you breastfeed your child?

10 20 30 40
My child was not breastfed Less than a month A month or more | am still breastfeeding

48. Inthe last 12 months has your child drank from a bottle?

10 20
Yes No

49. Does anyone living in your household smoke?

10 20

17




Yes

No
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YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

These questions are general questions about your child, you and your family. They are being asked for grouping
purposes only so that we can understand who answered this survey.

50. s your child a male or a female?

10 20
Male Female

51. Is your child of Hispanic or Latino origin or descent?

10 20
Hispanic or Latino NOT Hispanic or Latino

52. Whatis your child’s race? Please mark one or more.

10 20 30 40 50
White  Black or African Asian American Indian Native Hawaiian or
American or Alaskan Native  Other Pacific Islander

53. s the child named in this survey your first child?

10 20 30
Yes No The question does not apply to me

54. How many children under the age of 18 are living in your household (including the child named in this survey)?

10 20 30 40 50
1 2 3 4 5 or more

55. How are you related to the child named in this survey?

10 20 30 40 50 60 70
Mother Father Auntoruncle  Older brother or  Grandmother or Guardian Other relative
sister grandfather

56. What is the highest grade or level of school that you have completed?

10 20 30 40 50 6O

19




8thgrade  Some high school, High school Some college 4 year college More than
orless but did graduate or graduate a 4 year college
not graduate or GED 2-year degree degree

20




YOUR VOICE COUNTS! CONFIDENTIAL ID CODE

57. What is your current marital status?

10 20 30 <0 5O 6O
| have never Married Living with Widowed Divorced Separated
been married significant other

These last questions ask how much trouble you have had paying for particular kinds of expenses.

58. How much trouble have you had paying for... A Lot of Some No
Trouble Trouble Trouble

a)  Prenatal care during pregnancy 10 20 )

b)  Medical expenses for child’s birth 10 20 0)

c¢)  Child’s health and medical expenses 10 20 30

d)  Supplies like formula, food, diapers, clothes and shoes 10 20 s0

e)  Healthcare for yourself 10 20 )

YOU’RE DONE!!

Thank you for completing the survey.
You have helped to make a difference

Please return the completed survey
in the envelope provided.

21




Appendix 4

Promoting Healthy Development Survey - Reduced-item Version
(ProPHDS)

Version for Parents of Children 3to 9 Months Old



YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

(3—9 months)

Your Child's Health Care

This survey is about discussions you may have had with your child’s
doctors or other health providers since your child was born.

By completing this survey, you are indicating that you have given your
consent to participate.

This survey is confidential. Do not write your name or your child’s name
on this survey.

If you choose to not answer the survey, the decision will have no effect on
the health care you or your child receive or on your health care benefits.

If you begin to answer the questions and then change your mind, you
may stop at any time. Also, if there are particular questions that you don’t
want to answer, you may skip them. If you choose to skip or not answer
any questions it will have no effect on the health care you or your child
receive or on your health care benefits

Instructions

1. Please use a BLUE or BLACK ink pen to complete this survey.

2. Answer all the questions by checking the box on top of your answer
like this:
B D
Yes No




YOUR CHILD’S HEALTH CARE

CONFIDENTIAL ID CODE

SECTION I: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a physician assistant,
a nurse or any one else your child would see for health care.

NO,
YES YES, NO but | already had
. . . - - but my questions i information about this
1. Since your child was born_, did your chlld s and my questlogs were not answered lt)ultk I :Instl: w;etf;‘ail topic and did riot
doctors or other health providers talk with you | Wereanswere completely alked aboutthat | eed to talk about it
about the following: any more
a) Tlr;glr%s you can do to help your child grow and D D D D
b) The kinds of behaviors you can expect to see in
your child as he/she gets older ‘D 2D ‘D ‘D
c) Breastfeeding 1D 2D sD D
d) Issues related to food such as the introduction
of solid foods D 2D D D
e) The importance of placing your child on his or
her back when going to sleep D 2D D ‘D
f) Where your child sleeps (such as the location
and type of crib of your child may sleep in) ‘D 2D D ‘D
g) Night waking and fussing 1D 2D sD D
h) How your child communicates his/her needs 1D 2D D) D
NO,
YES YES, NO but | already had
. . . - - but my questions . information about this
2. Since your child was borq, did your chnd s and my questlogs were not answered lt)ultkl \glslf)‘ W:Ptf'\]atti topic and did not need
doctors or other health providers talk with you | Wereanswere completely alked aboutthal | =45 talk about it any
about the following: more
a) What your child is able to understand D 2D D) D
b) How your child responds to you, other adults,
and caregivers D 2D ‘D ‘D
c¢) How to avoid burns to your child, such as
changing the hot water temperature in your 1D 2D D) D
home
d) Using a car-seat 1D 2D sD «D
e) How to make your house safe 1D 2D 3D D
f) Importance of showing a picture book to or
reading with your child D 2D D ‘D
g) Whether your child watches television (TV) 1D 2D sD D
h) Issues related to childcare D 2D 3D D
i) Resources for parents and families in your D 2D 3D D

community




YOUR CHILD’S HEALTH CARE

CONFIDENTIAL ID CODE

SECTION II: EXPERIENCE OF CARE

The next questions ask about your overall experiences with the health care your child has received from his or her doctors or other
health providers since your child was born.

3. Since your child was born, how often did your child’s doctors
or other health providers. . Never Sometimes Usually Always
a)  Taketimetounderstandthe specific needs of your child D 2D sD D
c)  Helpyoufeellike a partnerin yourchild’s care D 2D D «D
€] Show respect for your family’s values, customs and how you
prefer toraise your child D D ‘D ‘D
SECTION Ill: HEALTH CONCERNS ABOUT YOUR CHILD
The next few questions ask about concerns parents or guardians sometimes have about their child.
*

4.* Do you have any concerns about. . . Yes Alittle Not at all
a)  Yourchild’s learning, development or behavior D 2D sD
b)  How your child talks and makes speech sounds 1D 2D 3D
¢)  How your child understands what you say D 2D 3D
d)  How your child uses his or her arms and legs D 2D sD
e)  How your child behaves 1D 2D 3D
f)  How your child gets along with others D 2D sD

5. Since your child was born, did your child's doctors or other health providers ask if you have concerns

about you child's learing, development or behavior?
D 2D 3D
Yes No | don’t remember

* Adapted with permission from Parent’s Evaluation of Developmental Status, <« 1997 Frances Page Glascoe, Ellsworth and Vandermeer Press. Any
reproduction or adaptation withoutthe express written consent of the publisher is a violation of federal law.




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

Since your child was born, did your child’s doctors or other health providers give you specific information to address
your concerns?

D 2D sD D
Yes No | don’t remember | did not have any
concerns

Since your child was born, did your child’s doctors or other health providers: Yes No
a) Refer your child to another doctor or other health provider 1D 2D
b) Test your child’s learning and behavior 1D 2D
c) Note a concern about your child that should be watched carefully 1D 2D
d) Refer your child for speech-language or hearing testing 1D 2D

Since your child was born, did your child’s doctors or other health providers have your child pick up small objects, stack
blocks, throw a ball or recognize different colors?

D 2D 3D D
Yes No | don’t remember My child is too young
to do these kind of activities

Since your child was born, did your child's doctor or other health care provider have you fill out a
questionnaire about specific concerns or observations you may have about your child's physical abilities,
communication or social behaviors?

1D 2D
Yes @ «Go to Question 9a No @0 «Goto question10

9a. Did this questionnaire ask about your concerns or observations about how your child
talks or makes speech sounds?

D 2D
Yes No

9b. Did this questionnaire ask about your concerns or observations about how your child
interacts with you and others?

D 2D
Yes No




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

SECTION IV: QUESTIONS ABOUT YOUR FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them provide the
best care possible for your child. These questions can be asked in a survey that you fill out before the visit, in the waiting room or
when you talked with your child’s doctor or other health provider during your child’s visit.

10. Since your child was born, did your child’s doctors or other health providers ask you: Yes
a)  Ifyou or someone in your household drinks alcohol or uses other substances 1D
¢) Ifyou have someone to turn to for emotional support 1D
e) Ifyou have any firearms in your home D

| SECTION V: YOUR CHILD’S PERSONAL DOCTOR OR NURSE

11. A personal doctor or nurse is a health professional who knows your child well and is familiar with your child’s health history.
This can be a general doctor, a pediatrician, a specialist doctor, a nurse practitioner or a physician assistant. Do you have
one or more person(s) you think of as your child’s personal doctor or nurse?

1D 2D
Yes No 1) & Go to Question 12

11a.  Which of these people do you think of as your child’s personal doctor or nurse? Please mark one or more.
D 2D 3D 4D 5D D
Name #1 Name 2 Name 3 Name 4 Name 5 Other Person

SECTION VI: YOUR CHILD, YOU, AND YOUR FAMILY

These last questions are about your child, you, and your family. We are asking these questions to better understand the children
and families we care for so that we can improve our services. Remember this survey is confidential and results will be kept
completely anonymous.

12. |s the child named in this survey your first child?

1D 2D sD
Yes No The question does not
apply to me

13.  Isyour child of Hispanic or Latino origin or descent?

D D
Hispanic or Latino NOT Hispanic or Latino




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

15. How long did you breastfeed your child?
D 2D sD D

My child was not breastfed Less than a month A month or more | am still breastfeeding

16. How many days in a typical week do you or other family members read a book with your child?

D 2D 3D D sD
No Days 1-2 days 3-4 days 5-6 days Everyday
(0 days) (7 days)

17. How many hours in a typical day does your child watch TV or watch videos?

D 2D sD D sD

0 hours Less then 1 hour 1-2 hours More than 2 hours We don'towna TV

19. How many days in the last week have you felt depressed?

D 2D 3D D sD sD D sD
0 days 1 day 2 days 3 days 4 days 5 days 6 days All 7 days

20. Inthe last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost pleasure in things
you usually cared about or enjoyed?

D 2D
Yes No
21. How much trouble have you had paying for. . . A Lot of Some No
Trouble Trouble Trouble
a)  Child’s health and medical expenses D 2D sD
b)  Supplies like formula, food, diapers, clothes and shoes D 2D 3D
¢)  Healthcare for yourself 1D 2D sD

YOU’RE DONE!!
Thank you for completing the survey. Please put the survey in the envelope provided and
drop it off in the “completed survey” box before you leave.

You have helped make a difference.




Appendix 5

Promoting Healthy Development Survey - Reduced-item Version
(ProPHDS)

Version for Parents of Children 10-18 Months Old



YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

(10 — 18 months)

Your Child's Health Care

This survey is about discussions you may have had with your child’s
doctors or other health providers in the last 12 months.

By completing this survey, you are indicating that you have given your
consent to participate.

This survey is confidential. Do not write your name or your child’s name
on this survey.

If you choose to not answer the survey, the decision will have no effect on
the health care you or your child receive or on your health care benefits.

If you begin to answer the questions and then change your mind, you
may stop at any time. Also, if there are particular questions that you don’t
want to answer, you may skip them. If you choose to skip or not answer
any questions it will have no effect on the health care you or your child
receive or on your health care benefits

Instructions

1. Please use a BLUE or BLACK ink pen to complete this survey.

2. Answer all the questions by checking the box on top of your answer
like this:
B D
Yes No




YOUR CHILD’S HEALTH CARE

CONFIDENTIAL ID CODE

SECTION I: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a physician assistant,
a nurse or any one else your child would see for health care.

. . YES but myY Egéstions
In the last 12 months, did your child’s doctors | and my quéstions
—_— were not answered
or other health providers talk with you about were answered completely
the following:
a) Things you can do to help your child grow D D
~ andleam
¢) Vitamins andfoods your child should eat D 2D
e) Words and phrases your child uses and D D
understands
g) Whetheryourchild uses abottle D 2D
) . YES but myY Egéstions
In the last 12 months, did your child’s doctors | and my quéstions
—_— were not answered
or other health providers talk with you about were answered completely
the following:
a) Guidance and discipline techniques to use
withyourchild D D
¢) VWhat you should do It your child swallows D D
certainkinds of poisons
e) Howtomake your house safe D D
g) Whether your child watches television (TV) 1D 2D
i) Resources for parents and familiesin your D 2D D D

community




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

SECTION II: EXPERIENCE OF CARE

The next questions ask about your overall experiences with the health care your child has received from his or her doctors or other
health providers in the last 12 months.

3. In the last 12 months, how often did your child’s doctors or

other health providers. . . Never Sometimes Usually Always
a)  Taketimetounderstand the specific needs of your child D 2D 3D D
c)  Helpyoufeellike a partnerin yourchild's care D 2D 3D D

€] Show respect for your family’s values, customs and how you
preferto raise your child

SECTION IIl: HEALTH CONCERNS ABOUT YOUR CHILD

The next few questions ask about concerns parents or guardians sometimes have about their child.

4.* Do you have any concerns about . . . Yes Alittle Not at all
a)  Yourchild’s learning, development or behavior D 2D sD
b)  How your child talks and makes speech sounds D 2D sD
¢)  How your child understands what you say 1D 2D 3D
d)  How your child uses his or her arms and legs D 2D sD
e)  How your child behaves 1D 2D 3D
f)  How your child gets along with others D 2D sD

5. In the last 12 months, did your child's doctors or other health providers ask if you have concerns about your
child's learning, development or behavior?

D 2D 3D

Yes No | don’t remember

* Adapted with permission from Parent’s Evaluation of Developmental Status, <« 1997 Frances Page Glascoe, Ellsworth and VVandermeer Press. Any
reproduction or adaptation withoutthe express written consent of the publisher is a violation of federal law.
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YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

6. In the last 12 months, did your child’s doctors or other health providers give you specific information to address
your concerns?
D 2D sD ‘D
Yes No | don’t remember | did not have any
concerns
7. Inthe last 12 months did your child’s doctors or other health providers: Yes No
a) Refer your child to another doctor or other health provider D 2D
¢) Note a concern about your child that should be watched carefully D 2D
8. In the last 12 months, did your child’s doctors or other health providers have your child pick up small objects, stack

blocks, throw a ball or recognize different colors?

D 2D 3D D
Yes No | don’t remember My child is too young
to do these kind of activities

9. In the last 12 months, did your child's doctor or other health care provider have you fill out a questionnaire
about specific concerns or observations you may have about your child's physical ability, communication or
social behaviors?

D 2D
Yes 7Go to Question 9a No 7Go to Question 10

9a. Did this questionnaire ask about your concerns or observations about how your child talks or makes speech
sounds?

1D 2D
Yes No

9h. Did this questionnaire ask about your concerns or observations about how your child interacts with you and
others?

D 2D
Yes No




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

SECTION IV: QUESTIONS ABOUT YOUR FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them provide the
best care possible for your child. These questions can be asked in a survey that you fill out before the visit, in the waiting room or
when you talked with your child’s doctor or other health provider during your child’s visit.

10. Inthe last 12 months, did your child’s doctors or other health providers ask you: Yes No
a)  Ifyou orsomeone in your household drinks alcohol or uses other substances 1D 2D
b)  Ifyou everfeel depressed, sad or have crying spells 1D 2D
¢) Ifyou have someone to turn to for emotional support 1D 2D
d)  To talk about any changes or stressors in your family or home 1D 2D
e)  Ifyou have any firearms in your home 1D 2D

| SECTION V: YOUR CHILD’S PERSONAL DOCTOR OR NURSE

11.  Apersonal doctor or nurse is a health professional who knows your child well and is familiar with your child’s health history.
This can be a general doctor, a pediatrician, a specialist doctor, a nurse practitioner or a physician assistant. Do you have
one or more person(s) you think of as your child’s personal doctor or nurse?

1D 2D
Yes No 7Go to Question 12

11a.  Which of these people do you think of as your child’s personal doctor or nurse? Please mark one or more.
1D 2D 3D 4D 5D 5D
Name #1 Name 2 Name 3 Name 4 Name 5 Other Person

SECTION VI: YOUR CHILD, YOU, AND YOUR FAMILY

These last questions are about your child, you, and your family. We are asking these questions to better understand the children
and families we care for so that we can improve our services. Remember this survey is confidential and results will be kept
completely anonymous.

12. Is the child named in this survey your first child?

1D 2D sD
Yes No The question does not
apply to me

13.  Isyour child of Hispanic or Latino origin or descent?

D 2D
Hispanic or Latino NOT Hispanic or Latino




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

14. Whatis your child's race? Please mark one or more.

D 2D 3D 4D 5D 6D
White Black or African Asian American Indian or Native Hawaiian or Other
American Alaskan Native Other Pacific Islander

15. How many days in a typical week do you or other family members read a book with your child?

1D 2D sD D sD
No Days 1-2 days 3-4 days 5-6 days Everyday
(0 days) (7 days)

16. How many hours in a typical day does your child watch TV or watch videos?

D 2D 3D D 5D

0 hours Less then 1 hour 1 -2 hours More than 2 hours We don'towna TV

17.  Whatis the highest grade or level of school that you have completed?

1D 2D 3D D sD sD
8 grade Some high High school graduate Some college 4-year college More than
orless school, but did or GED or 2-year degree graduate a 4-year college
not graduate degree

18. How many days in the last week have you felt depressed?

D 2D 3D D sD sD D sD
0 days 1 day 2days 3 days 4 days 5 days 6 days All 7 days

19. Inthe last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost pleasure in things
you usually cared about or enjoyed?

1D 2D
Yes No
20.  How much trouble have you had paying for. . . A Lot of Some No
Trouble Trouble Trouble
a)  Child's health and medical expenses D 2D sD
b)  Supplies like formula, food, diapers, clothes and shoes D 2D 3D
¢)  Healthcare for yourself D 2D 3D

YOU’RE DONE!!
Thank you for completing the survey. Please put the survey in the envelope provided and
drop it off in the “completed survey” box before you leave.
You have helped make a difference.
6




Appendix 6

Promoting Healthy Development Survey - Reduced-item Version
(ProPHDS)

Version for Parents of Children 19-48 Months Old



YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

(19 — 48 months)

Your Child's Health Care

This survey is about discussions you may have had with your child’s
doctors or other health providers in the last 12 months.

By completing this survey, you are indicating that you have given your
consent to participate.

This survey is confidential. Do not write your name or your child’s name
on this survey.

If you choose to not answer the survey, the decision will have no effect on
the health care you or your child receive or on your health care benefits.

If you begin to answer the questions and then change your mind, you
may stop at any time. Also, if there are particular questions that you don't
want to answer, you may skip them. If you choose to skip or not answer
any questions it will have no effect on the health care you or your child
receive or on your health care benefits.

Instructions

1. Please use a BLUE or BLACK ink pen to complete this survey.

2. Answer all the questions by checking the box on top of your answer
like this:
1) D
Yes No




YOUR CHILD’S HEALTH CARE

CONFIDENTIAL ID CODE

SECTION I: DISCUSSIONS WITH YOUR CHILD’S DOCTORS OR OTHER HEALTH PROVIDERS

A doctor or other health provider could be a general doctor, a specialist, a pediatrician, a nurse practitioner, a physician assistant,
a nurse or any one else your child would see for health care.

NO,
YES YES, NO but | already had
. oy o but my questions s information about
1. Inthe last 12 months, did your child's doctors | and my questlogs were not answered ttmltkl \gﬂstl: Wftf;]afti this topic and did
or other health providers talk with you about were answere completely alkedaboutthal | 1ot need to talk
the following: about it any more
a) Tlr;!lr%s you can do to help your child grow and D D D D
b) The kinds of behaviors you can expect to see in
your child as he/she gets older D 2D :D D
c) Issues related to food and feeding 1D 2D sD D
d) Bedtime routines and how many hours of sleep
your child needs 'D 2D D D
e) Toilet training 1D 2D sD D
f) Words and phrases your child uses and
understands D 2D :D D
9) Hc%\,i\lld);g:r child is learning to get along with other D D D D
h) Guidance and discipline techniques to use with
your child 'D 2D D D
NO,
YES YES, NO but | already had
. - o but my questions g information about
2. Inthe last 12 months, did your child's doctors | and my questlogs were not answered I:ultl<| \3"52 W:t:af this topic and did
or other health providers talk with you about were answere completely alked about tha not need to talk
the following: about it any more
a) Ways to teach your child about dangerous
situations, places and objects D 2D D D
b) Using a car-seat 1D 2D sD D
¢) How to make your house safe 1D 2D sD D
d) What you should do if your child swallows
certain kinds of poisons D 2D D D
e) Importance of reading with your child 1D 2D sD 21D
f) Whether your child watches television (TV) 1D 2D D D
g) Issues related to childcare D 2D 3D D)
i) Resources for parents and families in your D D D D

community




YOUR CHILD’S HEALTH CARE

CONFIDENTIAL ID CODE

SECTION II: EXPERIENCE OF CARE

The next questions ask about your overall experiences with the health care your child has received from his or her doctors or other

health providers in the last 12 months.

3. In the last 12 months, how often did your child’s doctors or
other health providers. . Never Sometimes Usually Always
a)  Taketimetounderstandthe specific needs of your child D 2D 3D D
c)  Helpyoufeellikea partnerin your child’s care D 2D D D
€] Show respect for your family’s values, customs and how you
prefer toraise your child D D D ‘D
SECTION IIl: HEALTH CONCERNS ABOUT YOUR CHILD
The next few questions ask about concerns parents or guardians sometimes have about their child.
*

4.* Do you have any concerns about . . . Yes Alittle Not at all
a)  Yourchild's learning, development or behavior D 2D sD
b)  How your child talks and makes speech sounds D 2D sD
c)  How your child understands what you say D 2D sD
d)  How your child uses his or her arms and legs 1D 2D 3D
e)  How your child behaves D 2D sD
f)  How your child gets along with others 1D 2D 3D

5. In the last 12 months, did your child's doctors or other health providers ask if you have concerns about your
child's learning, development or behavior?

D 2D sD

Yes No | don’t remember

* Adapted with permission from Parent’s Evaluation of Developmental Status, <« 1997 Frances Page Glascoe, Ellsworthand Vandermeer Press. Any
reproduction or adaptation withoutthe express written consent ofthe publisher is a violation of federal law.




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

In the last 12 months, did your child’s doctors or other health providers give you specific information to address

your concerns?
D 2D sD D
Yes No | don’t remember | did not have any
concerns
In the last 12 months did your child’s doctors or other health providers: Yes No
a) Refer your child to another doctor or other health provider D :D
c) Note a concern about your child that should be watched carefully D D

In the last 12 months, did your child’s doctors or other health providers have your child pick up small objects, stack
blocks, throw a ball or recognize different colors?

D 2D 3D D
Yes No | don’t remember My child is too young
to do these kind of activities

9. In the last 12 months, did your child's doctor or other health care provider have you fill out a questionnaire
about specific concerns or observations you may have about your child's physical ability, communication or
social behaviors?

D 2D
Yes @M« Go to Question 9a No @M Go to Question 10

9a. Did this questionnaire ask about your concerns or observations about words and phrases your child uses
and understands?

D 2D
Yes No

9b. Did this questionnaire ask about your concerns or observations about how your child behaves and gets
along with you and others?

D 2D
Yes No




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

SECTION IV: QUESTIONS ABOUT YOUR FAMILY

A child’s doctors or other health providers sometimes ask questions about a child’s family. These questions help them provide the
best care possible for your child. These questions can be asked in a survey that you fill out before the visit, in the waiting room or
when you talked with your child’s doctor or other health provider during your child’s visit.

10. Inthe last 12 months, did your child’s doctors or other health providers ask you: Yes No
a)  Ifyou orsomeone in your household drinks alcohol or uses other substances 1D 2D
b)  Ifyou everfeel depressed, sad or have crying spells 1D 2D
c) Ifyou have someone to turn to for emotional support 1D 2D
d)  To talk about any changes or stressors in your family or home 1D 2D
e)  Ifyou have any firearms in your home 1D 2D

| SECTION V: YOUR CHILD’S PERSONAL DOCTOR OR NURSE

11.  Apersonal doctor or nurse is a health professional who knows your child well and is familiar with your child’s health history.
This can be a general doctor, a pediatrician, a specialist doctor, a nurse practitioner or a physician assistant. Do you have
one or more person(s) you think of as your child’s personal doctor or nurse?

1D 2D
Yes No A1) 2 Go to Question 12

11a.  Which of these people do you think of as your child’s personal doctor or nurse? Please mark one or more.
D 2D 3D 4D 5D 6D
Name #1 Name 2 Name 3 Name 4 Name 5 Other Person

SECTION VI: YOUR CHILD, YOU, AND YOUR FAMILY

These last questions are about your child, you, and your family. We are asking these questions to better understand the children
and families we care for so that we can improve our services. Remember this survey is confidential and results will be kept
completely anonymous.

12. s the child named in this survey your first child?

1D 2D sD
Yes No The question does not
apply to me

13.  Isyour child of Hispanic or Latino origin or descent?

D 2D
Hispanic or Latino NOT Hispanic or Latino




YOUR CHILD’S HEALTH CARE CONFIDENTIAL ID CODE

14. Whatis your child's race? Please mark one or more.

D 2D 3D 4D 5D 6D
White Black or African Asian American Indian or Native Hawaiian or Other
American Alaskan Native Other Pacific Islander

15. How many days in a typical week do you or other family members read a book with your child?

D 2D sD D sD
No Days 1-2 days 3-4 days 5-6 days Everyday
(0 days) (7 days)

16. How many hours in a typical day does your child watch TV or watch videos?

D 2D 3D D sD

0 hours Less then 1 hour 1 -2 hours More than 2 hours We don'towna TV

17.  Whatis the highest grade or level of school that you have completed?

D 2D sD D sD sD
8t grade Some high High school graduate Some college 4-year college More than
orless school, but did or GED or 2-year degree graduate a 4-year college
not graduate degree

18. How many days in the last week have you felt depressed?

D 2D sD D sD sD D sD
0 days 1 day 2 days 3 days 4 days 5 days 6 days All 7 days

19. Inthe last 12 months, have you had two weeks or more during which you felt sad, blue, depressed or lost pleasure in things
you usually cared about or enjoyed?

1D 2D
Yes No
20. How much trouble have you had paying for. . . A Lot of Some
Trouble Trouble
a)  Child’s health and medical expenses 'D 2D
c)  Healthcare for yourself 'D 2D

YOU’RE DONE!!
Thank you for completing the survey. Please put the survey in the envelope provided and
drop it off in the “completed survey” box before you leave.
You have helped make a difference.




Appendix 7

Example Data Dictionary of Supplemental Variables
Collected for the Starting Sample of the PHDS

for Which the Primary Units of Analysis were
10 Pediatric Offices and Indivi | Health re Provi

e Data Set #1: Information about the starting sample for the survey
administration based on administrative, enrollment and health care
utilization information.

This is a child-level data set. It includes the following information:
<@ Child-specific general and enrollment information: Table 1 provides

an overview of the data file elements to be collected about the child
and child’s enrollment.

@<= Child-specific health care utilization information- Table 2 provides
an overview of the data file elements that will be collected about
the child’s health care utilization. Examples of variables include the
following: Count variable of the number of well-child visits the child
has had in the last 12 months, count variable of the number of
non-well-child visits the child has had in the last 12 months, count
variable of the number of emergency room visits the child has had
in the last 12 months, categorical, blinded variable of the visits the
child has had in each office the child has received care.

e Data Set #2: Information about the pediatric offices . This database
will include the office level ID codes that will allow the CAHMI team to
link Data Set #1 with Data Set #2.

This is an office-level database. It includes the following
information:

@<= Office-specific characteristics- Table 3 provides an overview of the
data to be collected for each office. An example of a variable in this
data set is a categorical variable of the number of FTE physicians in
the office.

e Data Set #3: Information about the 56 pediatric providers. This data
set will include the provider and office level ID codes that will allow the
CAHMI team to link Data Set #3 with Data Sets #1 and #2.



This is a provider-level database. It includes the following
information:

@<= Provider-specific characteristics- Table 4 provides an overview of
the data to be collected for each office. An example of a variable in
this data set is a variable showing the clinical FTE for the specific
provider.




Part 1: Data Set #1 (Child-Level Data Base)

Table 1 and Table 2 describe the key data file elements to be included in this
database.

Table 1: Data file elements related child-specific general and enroliment information

Variable Description of Variable Response Code
Study ID Study unique identifier
GENDER Gender of the child 1=Male
2=Female
CHDAGE Child’s age in months, at the time the survey will be mailed out. Variable between 3 and 40.99 months.
CHDAGEC Child’s age in months, at the time the survey will be mailed out. 1=3 — 9 months;
Categorical variable. 2=10 - 18 months;
3=19-35 months
4=36-40.99 months
5= 41-45.99 months
langcat Language spoken at home or on record for the child. Not a reliable Two digit code. Weiming will provide a
code for language. Often entered in when a patient actively request dictionary for the response codes.
transcription services.
payor Type of insurance the child has 1= Private
2= Public (Medicaid or SCHIP)
mocont Number of months the child has been continuously enrolled with Count variable.
KPNW.
moconto Number of months the child has been continuously enrolled with the Count variable.
office the child is currently enrolled in.
mocontp Number of months the child has been continuously enrolled with the Count variable.
provider the child is currently enrolled in.
offfenroll The number of offices the child has been enrolled with in the last 12 1=1 office
month or since the child was born. (Office enrollment will be based 2= 2 offices
on the provider the child is enrolled with) 3= 3 offices
4= 4 or more offices
provenroll The number of providers the child has been enrolled with in the last 1=1 provider
12 month or since the child was born. 2= 2 providers
3= 3 providers
4= 4 or more providers
office Office the child is current enrolled with. (Office enrolliment will be Numeric value. Office specific codes values.
based on the provider the child is enrolled with) Weiming will provide definitions for each
response code.
Provider_ce Provider the child is current enrolled with. Blinded provider codes. Numeric value. (e.g.

Provider A, Provider B). The provider code that
indicates an office-level provider allocation will
end with i.

provfte_tot The FTE of the provider the child is currently enrolled. Total FTE Number.

provfte_clin The FTE of the provider the child is currently enrolled. Clinical FTE Number.
ONLY

Office_| Office the child has been enrolled with for the longest time over the Numeric value. Office specific codes values.
last 12 months. (Office enrollment will be based on the provider the Weiming will provide definitions for each
child is enrolled with) response code.

provider_cel Provider to which the child has been enrolled with for the longest Blinded provider codes. Numeric value. (e.g.

time over the last 12 months.

Provider A, Provider B). The provider code that
indicates an office-level provider allocation will
end with i.

Provcelfte_tot The FTE of the provider the child has been enrolled with for the Number.
longest time. Total FTE
Provcelfte_clin | The FTE of the p the child has been enrolled with for the longest Number.

time. Clinical FTE ONLY

Age_samp Age group the child was assigned to at the time of sampling 1. 3-7.99 months

2.10-16.99 months *

3. 19-40.99 months

4. 41-46 months old (2™ sample only)
office_bn Whether the child is enrolled in an office in the ten pediatric offices of 1= Child is enrolled in the ten pediatric offices

focus.




2= child is enrolled in a office that is outside
the ten pediatric office

prov_bn Whether the child is enrolled in with a provider who located in 1= Child is enrolled with a provider located in
an office in the ten pediatric offices of focus. the ten pediatric offices
2= Child is enrolled with a provider located in
an office that is outside the ten pediatric offices
prov_p_o Whether the child is enrolled with a pediatric department provider 1= Child is enrolled with a pediatric provider
located in the ten pediatric offices 2= Child is
enrolled in a pediatric provider that is outside
the ten pediatric offices
3= Child is enrolled with a non-pediatrics
provider
Table 2: Data file elements related child-specific health care utilization
Variable Description of Variable Response Code
Study ID Study unique identifier
WVISITCNT | Number of well-child visits in the last 12 months. A well-visit will be Numeric value — total of
defined using the National Committee for Quality Assurance’s (NCQA) numbers in well-child visits for
definition of a well-child visit. each child
SVISITCNT | Number of problem visits in the last year. These are all outpatient Numeric value — total of
visits that are not well-child care. Emergency room, urgent care, and numbers in SICKVISITs for
hospital care is NOT included in this variable. Note to Weiming — Send | each child
Colleen a frequency output of the non-well child visits that are
represented and the proportion of the visits that each type of visit
represents.
TWC_LAST | Months (at the time of sampling) since the child’s last well-child visit. Numeric value between 0-12.
REFERCNT | Total number of referrals to a non-primary care provider. Numeric value — Total number
of referrals to a non-primary
care provider.
ERVISIT Number of emergency room visits including urgent care visit. 1. 0 er visits
2. 1 er /urgent care visits
3. 2 er /urgent care visits
4. 3 or more er /urgent care Visits
HOSPVIS Number of overnight hospital stays the child had. 1. 0 overnight hospital stays
2. 1 overnight hospital stay
3. 2 overnight hospital stays
4. 3 or more overnight hospital
stays
offwcvis The number of offices the child received well-child care from the last 12 1=1 office
months.. 2= 2 offices
3= 3 offices
4= 4 or more offices
offanyvis The number of offices the child received any kind of visit the last 12 months. 1=1 office
2= 2 offices
3= 3 offices
4= 4 or more offices
provwcvis The number of providers the child received well-child care from the last 12 1=1 provider
months. 2= 2 providers
3= 3 providers
4= 4 or more providers
Office_WC Offices the child has received well-child care from the last 12 months. IF there Numeric value. Office specific
multiple offices then create office_wc_1, office_wc_2, etc. codes values. Weiming will
provide definitions for each
response code.
Prov_WC Providers the child has received well-child care from the last 12 months. IF Blinded provider codes. Numeric
there multiple offices then create prov_wc_1, prov_wc_2, etc. value. (e.g. Provider A, Provider
B). The provider code that
indicates an office-level provider
allocation will end with i.
Office_MWC Office the child received a majority of their well-child care in the last 12 months. Numeric value. Office specific
codes values. Weiming will
provide definitions for each
response code.
Prov_MWC Provider the child received a majority of their well-child care in the last 12 Blinded provider codes. Numeric

months

value. (e.g. Provider A, Provider




B). The provider code that
indicates an office-level provider
allocation will end with i.

Prvfte_wc The FTE of the provider the child received the most well-child care from. Total Number
FTE.
Prvfte_wc_clin | The FTE of the provider the child received the most well-child care from. Clinical Number

FTE

Office_any

Office the child received any kind of care from. IF there multiple offices then
create office_any_1, office_any_2, etc.

1= Office A 2= Office B
3= Office C 4= Office D
5= Office E 6= Office F
7= Office G 8= Office H
9= Office 110= Office J

Provider_any

Provider s to which the child has received any type of care..

Blinded provider codes. Numeric
value. (e.g. Provider A, Provider
B)

Office_samp

Office the child was assigned to at the time of sampling

Blinded office codes. Numeric
value. (e.g. Provider A, Provider
B)

Part

2: Data Set #2 (Office-Level Data Base)

For each ten pediatric offices the following data elements should be provided.

Table 3: Data file elements related office-specific information
Office ID Office ID
Office_prov Number of providers in the office Number
OfficeAfte T Number of FTE in Office A. Total FTEI number
OfficeApte_C | Number of FTE in Office A. — CLINICAL FTE Number

Part 3: Data Set #3 (Provider-Level Data Base)

For each of the 56 participating pediatric providers the following data
elements should be provided.

Table 4: Data file elements related provider-specific information

Provider ID Office ID
FTE_TOTAL Total FTE Number
FTE_CLINICAL | Clinical FTE number
OfficelD Offices the provider works in. If multiple do Office_1, Office_2, Office 3 where 1 Number
is the office they work in the majority of the child.

Prov_Degree Type of health care provider MD

MD-resident

NP

PA

etc.
Prov_spec Specialty of the provider. 2 character code
Prov_sex Gender of the provider. F Female

M Male
prov_agec Age of the provider in years at the time the survey was mailed (October 27™) ° Number in years




i
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Example Survey Administration Materials

Template for Pre-notification letter:

Date

Dear Parent or Guardian [insert child's name],

You have been chosen to answer questions in a survey that will help the [insert
health system] improve the health care services your child gets.

If you are willing to help us (and we hope you will), this is how it will work:

e In afew days you will get the survey in the mail.

e The parent or guardian who takes your child to the doctor most often
should be the person who fills out the survey so we can get as much
information as possible.

e When you are done, send it back in the postage paid envelope within
two weeks.

All of the information you give us will be kept private and will be joined with
many other parents or guardians being asked to fill out the survey.

A private company called [insert company], will be adding the answers
together and giving the results of all the completed surveys back to the
[insert your health system].

If you have any questions about the survey or how your answers will be
used, call [insert contact person] at [company] on this toll-free number
[insert number] or e-mail [insert address].

Thank you for your time and your help in making our health care system
better.

Sincerely,



Template for Cover Letter:
Date

Dear Parent or Guardian of [insert child's name],

You are invited to participate in a survey that will help improve the health care
services your child receives at [insert health system].This survey is part of a
research study to measure the quality of health care provided to young children.

We have asked the [insert company] to conduct this survey.
This is how it works:

e With this letter you received a survey.

e The parent or guardian who takes your child to the doctor most often
should be the person who fills out the survey so we can get as much
information as possible.

e This survey should take about 5 minutes to complete.

e When you are done, send it back in the postage paid envelope within
two weeks.

Your participation in the survey is voluntary. All the information you give us
will be kept private and will never be matched to your name or your child's
name. Your child's doctor or nurse will not see your individual responses or
know who completed the survey.

Staff from the [insert company] will be adding the answers together,
combining them with information about your child’s health care visits, and
giving a summary report back to health care providers at [insert health
system]. [Insert company] is helping us analyze the data in order to
protect your confidentiality.

If you have any questions about the survey or how your answers will be
used, call [insert contact person] of the [insert company] at [phone
number] or e-mail her at [insert address].

Thank you for your effort to improve health care for young children at
[insert health system].

Your opinion is important and will help us improve the health care we
provide.

Sincerely,



Template for Thank you/ Reminder Post card:

From Practice

Dear Parent or Guardian of [child's name],

Two weeks ago we sent you an important survey about your child's health care.
If you have mailed it, please accept our sincere thanks. If you haven't mailed
this important survey, please take the time now to complete and mail it, or fill it
out on the internet at the web site provided in the survey cover letter.

If you have any questions or need another copy, please call [contact name] at
our toll free number [insert number].

Your opinion is valuable and will help us here at [insert practice name] in the
health care services we provide for young children.

Thanks again for your help.

Sincerely,



Template for telephone reminder phone call:

Hello, can I speak to parent/guardian of [Insert Child’s name]?
If Yes, or This Is:

e I am [insert your name] calling from the [insert health
system]. Recently, we sent you a survey titled “Your Child’s
Health Care” that is about the health care your child gets.
Did you receive the survey? Is a white survey with green/teal
writing on it - It was in a booklet form?”

Have you sent it back in the last few days?

o If they yes, Say "We are just calling to remind parents to
please fill out the survey. It is part of an effort the [insert
department/health system] is doing to improve well-
child care for young children and they think the best way
to get feedback is to hear from parents like yourself. Do
you think you sent it back in the last few days?”

o If they say yes - Thank you, and have a great day!

o If they say no - Your participation in the survey is
voluntary. However, only parents like you can
provide the important feedback needed in the
survey. All the information you give us will be kept
confidential and will never be matched to your name
or your child's name. Your child's doctor or nurse will
not see your individual responses or know who
completed the survey. We hope you reconsider and
will take the time to complete the survey. Thank you
for your time, have a good morning, night,
afternoon.

o If they say “No,"” say “"Did you receive the survey in the mail?
It was in a booklet form?”

o If they say No: If we send another survey to your home,
would you be willing to complete it?

o If yes - they want another survey: Thank you. We
will send it to you as soon as possible. Can I
please CHECK Your ADDRESS? (Check address)



o

Thank you, in advance, for the time you take to
complete the survey. The information you provide
will help improve health care for children in
[insert health system].

o If no- they don’t want another survey: Your
participation in the survey is voluntary. Only
parents like you can provide the important
feedback needed in the survey. All the
information you give us will be kept confidential
and will never be matched to your name or your
child's name. Your child's doctor or nurse will not
see your individual responses or know who
completed the survey. We hope you reconsider
and will take the time to complete the survey.
Thank you for your time, have a good morning,
night, afternoon.

If they say Yes: "I know parents like yourself are busy
and it may be hard to find time to complete the survey
but your feedback is very important. The information you
give us will help improve health care for children in
[insert health system]. Do you think you could take
the time either today or tomorrow?

¢ If they say yes "Thank you so much, we look forward
to your feedback. Remember to send it back in as soon
as possible and have a good afternoon, morning,
night.”

¢ If they say no, say "....."

- If they don’t want to do it: Your participation in the
survey is voluntary. Only parents like you can
provide the important feedback needed in the
survey. All the information you give us will be kept
confidential and will never be matched to your name
or your child's name. Your child's doctor or nurse will
not see your individual responses or know who
completed the survey. We hope you reconsider and
will take the time to complete the survey. Thank you
for your time, have a good morning, night,
afternoon.



- If they say they have questions before they will fill
out: You can contact [insert contact name] at the
following toll-free line with any questions that you
have about the survey or how your responses will be
used: [insert phone number]. Thank you for your
time.

If No,
May I please speak to the parent or guardian of [insert child’s
name]?

If Yes, (go to the back to the top)

If No, they are not here: Ok, thank you. We will call back. (Enter
Call Back Code)

If no, they don’t live here or they refuse to pass the phone on:

Thank you for the time. (Enter Refusal Code - Don’t Call Back)

If it is a Message Machine:

Hello, I am calling from the [insert health system]. Recently, we
sent you a survey titled “Your Child’s Health Care” about the health
care [Insert child’s name] gets. Our records show that we haven't
received the survey yet. I know parents like yourself are busy, but
your feedback is very important. The information you give us will help
improve health care for children in [insert health system/city]. All
responses will be kept confidential. We are calling to remind you to
please send back the survey as soon as possible. If you have questions
about the survey or how you responses will be used, you can call
[insert contact person] at the following toll-free number: [insert
phone number]. Have a good day.



Appendix 9

3-9 Month Old Example Data Dictionary of ProPHDS Survey Dataset

VARIABLE
NAME

Question in the Practice Level PHDS

Response
Codes

STUDY ID

Study, uniqgue identifier

SURVDISP

Survey disposition

1. Survey received

2. Survey not received
3. Survey returned due to
bad address

4. Survey returned but
parent refused to answer
the survey. Survey
completely blank.

5. Survey returned-Child
not in age range and
parent thought it was for
too young a child.

SURVDATE

Date survey was received

YYYY-MM-DD

SURVRAGE

Age of the child, in months, at the time the survey
was received.

Age of child in months.

SURVSTEP

Stage of survey administration during which survey
was received.

1.After the 1st Mailing

2.After the Post Card
Reminder

3. After the 2nd Mailing

4.After the Phone Call
Reminder

5.After the 2nd Post
Card

6.Survey was not
returned

7.Survey not applicable

AGPE3_1A

Q1la. In the last 12 months, did your child’s doctors
or other health providers talk with you about things
you can do to help your CHILD grow and learn?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

Page 1




AGPE3_1B

Q1b. In the last 12 months, did your child’s doctors
or other health providers talk with you about the
kinds of behaviors you can expect to see as your
CHILD gets older?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_1C

Q1c. In the last 12 months, did your child’s doctors
or other health providers talk with you about
breastfeeding?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_1D

Q1d.In the last 12 months, did your child’s doctors
or other health providers talk with you such as
introduction of solid foods?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPES3_1E

Qle. In the last 12 months, did your child’s doctors
or other health providers talk with you about the
importance of placing your CHILD on his/her back
when going to sleep?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing
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AGPE3_1F

Q1f. In the last 12 months, did your child’s doctors
or other health providers talk with you about where
your child sleeps (such as the location and type of
crib your child may sleep in)?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_1G

Q1g.In the last 12 months, did your child’s doctors
or other health providers talk with you about night
waking and fussing?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_1H

Q1h. In the last 12 months, did your child’s doctors
or other health provider’s talk with you about how
your child communicates his/her needs?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2A

Q2a. In the last 12 months, did your child’s doctors
or other health providers talk with you about what
your child is able to understand?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing
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AGPE3_2B

Q2b. In the last 12 months, did your child’s doctors
or other health providers talk with you about how
your child responds to you, other adults, and
caregivers?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2C

Q2c. In the last 12 months, did your child’s doctors
or other health providers talk with you about how to
avoid burns to your child such as changing the hot

water temperature in your home?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2D

Q2d. In the last 12 months, did your child’s doctors
or other health providers talk with you about using a
car seat?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2E

Q2e. In the last 12 months, did your child’s doctors
or other health providers talk with you about how to
make your house safe?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing
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AGPE3_2F

Q2f. In the last 12 months, did your child’s doctors
or other health providers talk with you about the
importance of showing a picture book and reading
with your child?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2G

Q2g. In the last 12 months, did your child’s doctors
or other health providers talk with you about
whether you child watches TV?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2H

Q2h. In the last 12 months, did your child’s doctors
or other health providers talk with you about issues
related to childcare?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing

AGPE3_2I

Q2i. In the last 12 months, did your child’s doctors
or other health providers talk with you about
resources for parents and families in your
community?

1. Yes, and my questions
were answered

2. Yes, but my questions
were not answered
completely

3. No, but I wish we had
talked about that

4. No, but | already had
information about this
topic and did not need to
talk about it anymore.

5. Multiple response;
Yes/No

99. Missing
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FC3A Q3a. In the last 12 months how often did your 1. Never
child’s doctors or other health providers take time to | 2. Sometimes
understand the specific needs of CHILD? 3. Usually

4. Always
99. Missing

FC3B Q3b. In the last 12 months how often did your 1. Never
child’s doctors or other health providers respect you | 2. Sometimes
as an expert about CHILD? 3. Usually

4. Always
99. Missing

FC3C Q3c. In the last 12 months how often did your child’s | 1. Never
doctors or other health providers help you feel like a | 2. Sometimes
partner in your child’s care? 3. Usually

4. Always
99. Missing

FC3D Q3d. In the last 12 months how often did your 1. Never
child’s doctors or other health providers explain 2. Sometimes
things in a way that you can understand? 3. Usually

4. Always
99. Missing

FC3E Q3e. In the last 12 months how often did your 1. Never
child’s doctors or other health providers show 2. Sometimes
respect for your family’s values, customs and how 3. Usually
you prefer to raise your child? 4. Always

99. Missing
PEDS4A Q4a. Do you have any concerns about your child’s 1. Yes
learning, development, or behavior? 2. Alittle
3. Not at All
99. Missing
PEDS4B Q4b. ..... how your child talks and make speech 1. Yes
sounds? 2. Alittle
3. Not at All
99. Missing
PEDS4C Q4c....... how your child understands what you 1. Yes
say? 2. Alittle
3. Not at All
99. Missing
PEDS4D Q4d......... how your child uses his/her arms and 1. Yes
legs? 2. Alittle
3. Not at All
99. Missing
PEDS4E Qde....... how your child behaves? 1. Yes
2. Alittle
3. Not at All
99. Missing
PEDS4F Q4f....... how your child gets along with others? 1. Yes
2. Alittle
3. Not at All
99. Missing

DEV5 Q5. In the last 12 months, did your child’s doctors or | 1. Yes
other health providers ask if you have concerns 2. No
about CHILD’S learning, development, or behavior? | 3. [don’t remember

99. Missing

DEV6 Q6. In the last 12 months, did your child’s doctors or | 1. Yes

other health providers give you specific information 2. No

to address your concerns?

3. I don’t remember
4. 1did not have any
concerns

99. Missing
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FU7A Q7a. In the last 12 months did your child’s doctors 1. Yes
or other health providers refer your CHILD to 2. No
another doctor or other health provider? 99. Missing
FU7B Q7b. In the last 12 months did your child’s doctors 1. Yes
or other health providers test child’s learning and 2. No
behavior? 99. Missing
FU7C Q7c. In the last 12 months did your child’s doctors 1. Yes
or other health providers note a concern about your | 2. No
CHILD that should be watched carefully? 99. Missing
FU7D Q7d. In the last 12 months did your child’s doctors 1. Yes
or other health providers refer your CHILD to 2. No
speech-language or hearing testing? 99. Missing
DAS8 Q8. In the last 12 months did your child’s doctors or 1. Yes
other health providers have your child pick up small 2. No
objects, stack blocks, throw a ball or recog. Different | 3. | don’t remember
colors? 4. My child is too young
to do these kind of
activities
99. Missing
DA9 Q9. In the |ast 12 months, did your child's doctor or | 1. Yes
other health care provider have you fill out a 2. No
guestionnaire about specific concerns or 99. Missing
observations you may have about your child's
physical ability, communication or social behaviors?
DASA Q9a. Did this questionnaire ask about your 1. Yes
concerns or observations about how your child talks | 2. No
or makes speech sounds? 99. Missing
DA9B Q9b. Did this questionnaire ask about your 1. Yes
concerns or observations about how your child 2. No
interacts with you and others? 99. Missing
AF10A Q10a. In the last 12 months did your child’s doctors | 1. Yes
or other health providers ask you if you or someone | 2. No
in your household drinks alcohol or uses other 99. Missing
substances?
AF10B Q10b. In the last 12 months did your child’s doctors 1. Yes
or other health providers ask you if you ever feel 2. No
depressed, sad, or have crying spells? 99. Missing
AF10C Q10c. In the last 12 months did your child’s doctors 1. Yes
or other health providers ask if you have someone 2. No
to turn to for emotional support? 99. Missing
AF10D Q10d. In the last 12 months did your child’s doctors 1. Yes
or other health providers ask you to talk about any 2. No
changes or stressors in your family or home? 99. Missing
AF10E Q10e. In the last 12 months did your child’s doctors 1. Yes
or other health providers ask you if you have any 2. No
firearms in your home? 99. Missing
PD11 Q11. Do you have one or more person(s) that you 1. Yes
think of as your child’s personal doctor or nurse? 2. No
99. Missing
PD11A Q11A. Which of these people do you think of as your Provider name(s)
child’s personal doctor or nurse?
FRSTCH12 | Q12. Is the child named in the survey your first 1. Yes
child? 2. No
3. This question does not
apply to me
99. Missing
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HISLAT13 | Q13. Is your child of Hispanic or Latino origin? 1. Hispanic or Latino
2. Not Hispanic or Latino
99. Missing
white 14 giérléWhat is your child’s race. Please mark one or 1=Name Checked
black _14 Q14. What is your child’s race. Please mark one or 1=Name Checked
more
asian 14 Q14. What is your child’s race. Please mark one or 1=Name Checked
- more
amind 14 Q14. What is your child’s race. Please mark one or 1=Name Checked
- more
nathi 14 Q14. What is your child’s race. Please mark one or 1=Name Checked
more
other 14 Q14. What is your child’s race. Please mark one or 1=Name Checked
- more
PB_BF Q15.How long did you breastfeed your child 1. My child was not
breastfed
2. Less than a month
3. A month or more
4. | am still breastfeeding
99. Missing
PB_READ | Q16. How many days in a typical week do you or 1. No days ( 0 days)
other family members read a book with your child? 2. 1-2 days
3. 3-4 days
4. 5-6 days
5. Everyday (7 days)
99. Missing
PB_TV Q17. How many hours in a typical day does your 1. 0 hours
child watch TV or watch videos? 2. Less than 1 hour
3. 1-2 hours
4. More than 2 hours
5. We don’t own a tv
99. Missing
RESPED Q18. What is the highest grade or level of school 1. 8" grade or less
that you have completed? 2. Some high school, but
did not graduate
3. High school graduate
or GED
4. Some college or 2
year degree
5. 4 year college graduate
6. More than a 4 year
college graduate
99. Missing
DEP_1 Q19. How many days in the last week have you felt 1. 0 days
depressed? 2. 1 day
3. 2 days
4. 3 days
4. 4 days
5. 5 days
6. 6 days
7. All 7 days
99. Missing
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DEP 2

Q20. In the last 12 months, have you had two
weeks or more during which you felt sad, blue,
depressed, or lost pleasure in things that you
usually cared about or enjoyed?

1. Yes
2. No
99. Missing

PTRB_A Q21a. How much trouble have you had paying 1. Alot of Trouble
for........ CHILD’S health and medical expenses? 2. Some Trouble
3. No Trouble
99. Missing
PTRB_B Q21b. How much trouble have you had paying 1. Alot of Trouble
for........ Supplies like formula, food, diapers, clothes | 2. Some Trouble
and shoes? 3. No Trouble
99. Missing
PTRB_C Q21c. How much trouble have you had paying 1. Alot of Trouble

for........ Healthcare for yourself?

2. Some Trouble
3. No Trouble
99. Missing
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Appendix 10

Office Systems Inventory
Derived From the A Practical Guide for Improving Child Developmental
Services



OFFICE SYSTEMS INVENTORY

Instructions: To complete this tool, we recommend including your lead
clinician, lead nurse, office administrator, and one or two other clinicians
and staff. This tool will help you assess the degree to which systems exist
in your office that make it possible for your practice to:

- Meet parents' informational needs and address their concerns about @
their child's learning, development, and behavior,

- ldentify children at risk through the use of structured developmental and
psychosocial assessments and screening at appropriate visits,

- Provide a strong and streamlined link to community resources for families who
need or want them, and

- Promote optimal parent/child relationships.

1. Eliciting Parents' Informational Needs
Check off each office system your practice currently uses or has in place.

D We utilize a formal and informal survey to focus the visit on the parents' informational
needs (e.g., a formal survey such as the Promoting Healthy Development Survey or
an informal survey, such as questions routinely asked at beginning of visit).

D We have established practice-wide guidelines on anticipatory guidance and parent
education topics.

D We have embedded practice guidelines into a clinical tool, such as a preventive
services summary/flow sheet, health maintenance record, or a well-child care record.

D We have established practice-wide guidelines for annually updating and reviewing
anticipatory guidance and parent education guidelines.

D We have implemented an annual chart review or parent survey to measure
performance of anticipatory guidance and parent education.

D We have circulated results of the chart review to clinicians to plan for system
changes.

SCORE: 16

2. ldentifying Children at Risk

D We use standardized structured screening tools to identify children at risk for
developmental delays (e.g., ASQ, PEDS).

D We identify high-risk families through psychosocial screening for maternal
depression, substance abuse and domestic violence.

D We elicit parent/family strengths at well-child visits.

D We use tools at each well-child visit that alert the physician to needed preventive and
developmental services and risk screenings (e.g., chart screening prior to visit, flag
on chart).



D We utilize a screening and prompting system for needed preventive and
developmental services at both well-child and non-well child visits.

D We train and utilize office staff to prompt practitioners to use preventive and
developmental screening systems routinely.

D We have established a registry to monitor the care of high-risk patients (e.g.,
developmentally delayed, at-risk family).

D We utilize a recall system to follow up with children who have missed well-child
appointments.

SCORE: 18

3. Linking Families to Community Resources for Additional Care

D We identify and utilize community resources to meet the needs of the practice
population.

D We indentify and train a staff person to regularly update a community resources
listing.
D We organize and make accessible a listing of community resources.

D We identify and utilize a central contact and referral source in the community for
needed referrals.

D We have created/adapted a standard referral form to send information to community
agencies.

D We have created/adapted a standard referral form to request information from
community agencies.

D We utilize a tracking system to follow up on referrals to community agencies.

SCORE: 17

4. Promoting Optimal Parent/Child Relationships

D We designate a clinical staff person to train office staff about anticipatory guidance
and parent education guidelines.

D We train and utilize clinic personnel (other than the physician) to conduct problem-
focused counseling on specific topics (e.g., car seat safety, toilet training).

D We provide patient goal setting and/or written plans to facilitate behavior change.

D We provide patient education materials about specific topics (e.g., toilet training,
sleep) that are consistent with the practice guidelines.

D We organize and make accessible patient education materials.

D We have created/adapted a standardized way to document anticipatory guidance
and patient education (e.g., flow sheet, computerized record).

SCORE: 16

Score  Possible Rating Your Office Systems
Total

Section 1 6 Above 20 points: Your practice likely has a



number of well-developed office systems in

Section 2 8
place.

Section 3 ! 10-20 points: It is likely there are some
Section 4 6 systems within your office that need
improvement. The sub-scores for each system
will help you identify specific opportunities for
improvement.

Total 27

Lower than 10 points: Your office probably
does not have a large number of systems in
place.
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The list of topics in column A are the topics asked about in the
PHDS.
PHDS Version

Development and Behavior

Things to help child grow and learn All Ages
Behaviors you can expect 2 see in child All Ages

Reading All Ages

TV All Ages

How child communicates his/her needs 3-9 Month

What child is able to understand 3-9 Month

How child responds to you 3-9 Month

How child responds to others, including caregivers 3-9 Month

Night waking and fussing 3-9 Month, 10-18 Month
Explore away from you 10-18 Month
Guidance and discipline techniques 10-18 Month, 19-48 Month
Toilet training 10-18 Month, 19-48 Month
Words and phrases child uses 10-18 Month, 19-48 Month
Words and phrases child understands 10-18 Month, 19-48 Month
How child gets along with other children 19-48 Month

| APPENDIX 11: OFFICE POSTER, HANDOUT, AND/OR MEDICAL CHART EXTRACTION TOOL %

Directions: 1) Create a column for each provider, office or other unit of analysis of focus.

2) Puta"1" in each corresponding cell if the office has a corresponding parent education material
3) Create separate counts for office posters/handouts versus the medical chart

4) Count within each topic area and then count across all topic areas

Physical Care

Childcare Issues All Ages

Issues related to food and feeding 3-9 Month, 19-48 Month
Breastfeeding 3-9 Month
Introduction to solid food 3-9 Month
Importance of placing child on his or her back 3-9 Month
Child's crib and location 3-9 Month
Vitamins and foods child should eat 10-18 Month
Bedtime routines 10-18 Month, 19-48 Month
Naptime routines 10-18 Month
Child sleeping with a bottle 10-18 Month
Weaning child from a bottle 10-18 Month
Issues related to feeding (power issues) 19-48 Month
Number of hours of sleep child needs 19-48 Month

Injury Prevention

Car Seats All Ages
House safety All Ages
How to avoid burns to child 3-9 Month
Turning down hot water temperature 3-9 Month

What you should do if child swallows certain kinds of poisons 10-18 Month, 19-48 Month
Ways to teach child about dangerous situations 19-48 Month




Appendix 12

Example Executive Summary of the PHDS Findings



EXECUTIVE SUMMARY:

Opportunities to Improve Preventive and Developmental
Health Care for Young Children in HEALTH PLAN X:

Promoting Healthy Development Survey (PHDS) Findings
in Kaiser Permanente Northwest

Background:

Over the last two years the Child and Adolescent Health Measurement Initiative (CAHMI) has worked
collaboratively with the Pediatrics department to implement the Promoting Healthy Development Survey (PHDS)
to measure the quality of preventive and developmental health care provided in the ten pediatric offices located
in the Portland metropolitan region. The PHDS was administered, via a subcontract with the Center for Health
Research, during October 2004-January 2005 to a sample of eligible children meeting the enrollment and well-
child visit criteria. A total of 2,166 completed surveys were obtained. Office- and provider-level reports have
been shared with the pediatric providers.

Key Findings:
Across the six aspects of care measured in the PHDS, the scores ranged from 25-93 (out of 100). The chart below shows
the findings for each aspect of care measured.

PHDS Measure of Care Scores in Health Plan X

Office-Level Variation: ¢—¢ The average percent of recommended topics addressed:
1Ce-Lev 1att :

e Significant variation was
observed on 4/6 of the

PHDS measures across the 100%
ten pediatric offices p
located in the Portland
Metropolitan region. 80% 4

o—e

o No one office scored the
highest OR lowest on 1 1

every measure. 60% 1 J

p
Provider-Level Variation: ¢—#¢ T (
o Significant variation was ]

observed on all six PHDS 40%
measures for the 51

pediatric providers with

N=15 or more PHDS 20%

-

surveys.
¢ No one provider scored !
the highest or lowest on

0,
every measure. 0% . . i : :
Anticipatory Addressing Assessment of Assessment of Follow-up for Family-Centered

Guidance & Parental Family for Family for Children At-Risk*™* Care
Parental Education* Concerns** Psychosocial Issues Substance Abuse
and Firearms

Source: 2004 CAHMI PHDS Data, Health Plan X (N=2,116)

*This is the average percent of recommended topics discussed with the child’s health care provider. The chart in the office-level report shows the average percent of topics for
which the parent had their informational needs met either through a discussion with their health care provider OR they already had information.

** These measures of care are based on one item or concept. Therefore, the number shown is the percent of children receiving the aspect of care.

Opportunities for Improvement in HEALTH PLAN X:

OPPORTUNITY #1: MEETING PARENTS’ INFORMATIONAL NEEDS ON RECOMMENDED ANTICIPATORY GUIDANCE & PARENTAL EDUCATION

The PHDS asks about whether approximately 18 recommended anticipatory guidance and parental education topics were discussed. The response
option allows the parent to indicate whether, if the topic was not discussed, they wished it had been or if he/she already had information and did
not need to discuss the topic with their child’s health care provider.

e On average, 47% of the recommended topics were discussed.

e 6 out of 10 children had parents with one or more UNMET informational needs on a recommended topic
(e.g. parent responded that the topic was not discussed and they wished it had been).

and should not be cited, reproduced or copied without written permission from the CAHMI. For more information please contact Colleen

Hx" CA H MI This report was created by the Child and Adolescent Health Measurement Initiative (www.cahmi.org). The data presented is confidential
Peck Reuland at reulandc@ohsu.edu or 503-494-0456.
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Top Topics for Which At Least 1 out of 4 Children Had Parents With UNMET Information Needs
(% of Children Whose Parent Responded “No, but | Wish We Had Discussed)

Children 3-9 months old Children 10-18 months old Children 19-48 months old

+  What child is able to understand +  What to do if child swallows poisons (41%) +  What to do if child swallows poisons
(39%) + Guidance and discipline techniques (34%) (35%)
+  Issues related to TV and video - Anticipatory guidance about toilet training | © Ways to teach child about

watching (35%)

How child responds to you and
other caregivers (30%)

Night waking and fussing (28%)

(at the 18 month visit) (29%)

How child may start to explore away from

the parent (26%)
Words and phrases child uses and

dangerous situations and places
(28%)

Guidance and discipline
techniques (26%)

understands (25%)

OPPORTUNITY #2: ASKING ABOUT AND ADDRESSING PARENTAL CONCERNS ABOUT THEIR CHILD

Items from the Parents Evaluation of Developmental Status© (PEDS) tool are in the PHDS. The PEDS asks parents about specific concerns they may
have about their child’s learning development and behavior and identifies children at risk for delays. The PHDS also includes items that focus on
whether health care providers ask about and address parental concerns.

e 1 out of 2 children had a parent who reported being asked by their child’s health care provider
about their concerns.

o 53.8% of children had parents with one more concerns about their child
Of these children, 53.5% were asked about their concerns and
69% received information to address their concerns
e 3 out of 10 children were identified at significant risk for social, emotional or behavioral delays.

Of these children, 3 out of 5 received some level of follow-up care

OPPORTUNITY #3: SCREENING THE FAMILY FOR RISKS

The PHDS includes five items asking about whether the child’s health care providers screened the parent for psychosocial, safety and substance
abuse issues in the family.

e On average, children’s parents were asked about 1 out of 5 items: (% asked by child’s health care provider)

o Someone to turn to
for emotional
support- 27%

o Alcohol or substance
abuse -49%

o Ever feel depressed,
sad or have crying
spells - 21%

o Firearms in the
home - 20%

o Changes or
stressors in the
family -27%

Why is screening familes for risks a pediatric issue? An applied example in parental depression

The PHDS includes the Kemper depression
screening tool that asks the parent whether
they are experiencing symptoms of depression. 80%

e 1 out of 10 children (0-3 years old) in
HEALTH PLAN X have parents experiencing
symptoms of depression.

Relationship between children with parents who are
depressed and other child/family factors

60% O Child's Parent experiencing symptoms of depression
W Child's Parent NOT experiecing symptoms of depression

Children of depressed parents in HEALTH PLAN X
were:

39 40
e More likely to visit the emergency 0% % %

room or urgent care clinic more often

e More likely to be at risk for
developmental, behavioral delays 2020

e [ess likely to be read to by their Child at Significant Risk for Developmental Delays

parents
0%
~
’4 y CA H MI This report was created by the Child and Adolescent Health Measurement Initiative (www.cahmi.org). The data presented is confidential
and should not be cited, reproduced or copied without written permission from the CAHMI. For more information please contact Colleen

Peck Reuland at reulandc@ohsu.edu or 503-494-0456.
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Do Not Regularly Read to Child
2 or More ER/MUrgent Care Visits (4orlessdays)

Source: 2004 CAHMI PHDS Data, Health Plan X (N=2,116)

and should not be cited, reproduced or copied without written permission from the CAHMI. For more information please contact Colleen

ﬁi CA H MI This report was created by the Child and Adolescent Health Measurement Initiative (www.cahmi.org). The data presented is confidential
Peck Reuland at reulandc@ohsu.edu or 503-494-0456.
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Appendix 13

Sample Communication Template to
Frontline Healthcare Providers



—CONFIDENTIAL -

QUALITY OF CARE FINDINGS
FOR [Office X]

Date

Dear [insert group] pediatric providers,

During [Date], the [insert company], in collaboration with the[insert health system],

implemented a survey to parents of young children (0-3 years old). This survey, the Provider-Level
Promoting Healthy Development Survey (Pro-PHDS), assesses whether or not national recommendations
for health promotion and developmental services are provided by pediatric clinicians.

We've since compiled the data, analyzed it by a number of variables, and are now sharing some of the
office-level findings. All information included in this report is confidential.

[Sample size] parents or guardians of children who received well-child care at [Office X] in the last 12 months
completed this survey in your office.

This report details key findings in Beaverton related to the following measures of care:

Pg
1. Anticipatory Guidance and Parental Education........c.ccicciimmesimmmmsmmsmsinmmsmnmsssmnsnsnnnnsns 1
2. Addressing Parental CONCEINS. ...c.uiieeusmmesmmnmssmnmsismnssssssssmsnssssssssssnssssnsssssnssnsnssssnnssnnns 3
3. Follow-up for Children At-RisSK.......cccsismmsmmsismmmmmssssmmnnssssmmsnsssmmmnssssssmnssssssmmssssssnnnnsssnnns 4
4. Assessment of the Family. .......ccoiiiiimiinisinisiinsi s sansnns 5
5. Family-Centered Care. ...cciiciimiimiinsiinsimnsmnssmnssmnssmnsssnssmnsssnsssnsssnsssnssnnsssnsssnssnnssnnssnnns 6
6. Quality of Care Findings by Select Child Characteristics. .....ccurreummmmimmansnmnmsimnasnnans 7
7. Conclusions and IMPliCatioNS. «i.civiresirreessmensirmasssmnsssmnssssnssssmnnssrnsssssnnsssnnssssnnssennssrnnnss 8

Throughout this report you will find charts that display your office's findings compared to two groups:
(1) Other [Office] pediatric offices, and (2) Pro-PHDS benchmark data. More information about the
comparative data presented can be found on Page 8.

A summary of the key findings, additional information about the PHDS, and quality improvement
resources can also found on Page 8.

If you have questions about the findings presented in this report please contact [insert contact person]
at XXX-XXX-XXXX or email him/her at [insert email address].

[Insert Name] [Insert Name]
[Insert Title] [Insert Title]

?CAHMI
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MEASURE: ANTICIPATORY GUIDANCE AND
PARENTAL EDUCATION

DESCRIPTION: National recommendations for well-child care call for health care providers to provide anticipatory guidance
and parental education about a number of topics related to children’s development, growth, behavior and
safety. In the PHDS, parents are asked whether their child’s doctor or other health care providers discussed
approximately 15 recommended age-specific anticipatory guidance and parental education topics. The response
choices allow parents to indicate whether their informational needs on each topic were met:

s Yes, and my questionswere answered (Informationalneedmet)

@34 Yes, butmy questions were notanswered completely (Informationalneedunmet)

@< No, butIwish we had talked about that (Znformationalneed unmet)

SR No, but I already had information about that and did not need to talk about it any more (Informational need met)

OVERALL RESULTS FOR {OfREE0H X>

Informational Needs Met All Recommended Topics Discussed

e XA%b of parents reported that their child’s doctors or

Your Office 77 other health care providers talked with them about all of
Low High the age-appropriate topics.
Other G
Offices 81 X X 2 Average Number of Recommended Topics Discussed
Pro-PHDS L e On average, XX%e of the recommended topics asked
Benchmark* 87 about in the PHDS are discussed with parents.
0 20 40 60 80 100 Informational Needs Unmet
The chart above shows, on average, the percentage of topics for which ¢ BEX% of parents note? at I(‘a‘ast once “No, but I wish we
parents had their informational needs met. (Parent responded “Yes, and had talked about that” OR “Yes, but my questions were
my questions were answered” OR “No, but I already had information not answered”.

about that and did not need to talk about it any more”.

TOPIC-SPECIFIC RESULTS FOR [Office X]

Physical Care Development & Behavior Injury Prevention
Keep up the - Breastfeeding - Reading with child - Car seats
good work! - Back to sleep - Behaviors you can expect in child - House safety
- Bed and naptime routines - Guidance and discipline techniques - What to do if child swallows certain kinds of
Room for poisons
improvement - Weaning child from a bottle/breastmilk - Toilet training - Ways to teach child about dangerous situations

RELATED PARENTING BEHAVIORS

To provide you with descriptive information about your patients, we asked parents to report about key parenting
behaviors. Following each topic is the percentage of parents who report they did NOT do the activity:

o Did not breastfeed their child OR breastfed less than a month! — X%
e Inatypical week: Read 0-2 days — X&%% Read 3-4 days— XX%% Read 5-7 days — X09%

e Inatypical day: Number of hours child watched TV or Videos: Younger than 2 years old

XX% XX%



Two years and older

e Ohours’~ 32% e Lessthan1hour— 41% e Ohours’~ 3% e Lessthan1hour— _23%
% XX%
e 1-2hours— 23% e Morethan 2 hours— 5% e 1-2hours— 47% e More than 2 hours — 28%
XX% XX% XX%
1OnIy asked in 3-9 month old version of the survey. “Includes parents who do not own a TV.
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TOPIC-SPECIFIC FINDINGS FOR [Office X]

—-Confidential-

The figures listed after each topic represent, respectively, the percentage of children whose parents who responded: Yes, topic was discussed; No, but I already
had information about that topic; No, but I wished we had talked about that OR Yes, but I still had questions.

3 - 9 MONTHS OLD
N=72

10 - 18 MONTHS OLD
N=380

19 - 48 MONTHS OLD
N=162

DISCUSSIONS ABOUT

PHYSICAL CARE

Things you can do to help child grow and
learn — 72, 11, 17 (%)

Breastfeeding — 90, 6, 4 (%)

Issues related to food such as the

introduction of solid foods — 79, 6, 15 (%)
Importance of placing child on back — 88, 7, 6 (%)
Where your child sleeps (location, type of

crib) = 42, 46, 13 (%)

Whether your child watches television (TV) or
videos — 13, 52, 35 (%)

Issues related to childcare — 36, 43, 21 (%)

e  Things you can do to help child grow and
learn — 62, 15, 23 (%)
e  Vitamins and foods your child should eat — 67, 6, 27 (%)
e Bed and naptime routines — 33, 38, 29 (%)
e Whether child sleeps with a bottle — 51, 37, 12 (%)
e Weaning your child from a bottle — 29, 44, 27 (%)
e Whether your child watches television (TV) or
videos — 17, 55, 28 (%)
e Issues related to childcare — 17, 58, 25 (%)

Things you can do to help child grow and

learn — 57, 23, 19 (%)

Issues related to food and feeding — 65, 19, 16 (%)
Bedtime routines and how many hours of sleep child
needs — 30, 44, 26 (%)

Whether your child watches television (TV) or

videos — 22, 57, 21 (%)

Issues related to childcare — 19, 64, 16 (%)

DISCUSSIONS ABOUT
DEVELOPMENT AND BEHAVIOR

Kinds of behaviors you can expect to see in

child as he/she gets older — 71, 10, 19 (%)

Night waking and fussing — 39, 34, 27 (%)

How child communicates his/her

needs — 52, 28, 20 (%)

What your child is able to understand — 44, 24, 32 (%)
How your child responds to you and other

caregivers — 53, 26, 21 (%)

Importance of showing a picture book to or

reading with your child — 35, 45, 20 (%)

e  Kinds of behaviors you can expect to see in
child as he/she gets older — 58, 20, 22 (%)
e  Words and phrases child uses and
understands — 44, 23, 32 (%)
e Night waking and fussing — 35, 31, 34 (%)
How your child may start to explore away
from you — 19, 51, 29 (%)
e  Guidance and discipline techniques — 13, 35, 52 (%)
e  Anticipatory guidance about toilet
training— 7, 49, 44 (%)
e  Importance of reading with child — 34, 48, 18 (%)

Kinds of behaviors you can expect to see

in child as he/she gets older — 60, 22, 19 (%)
Toilet training — 35, 35, 29 (%)

Words and phrases child uses and

understand - 60, 25, 14 (%)

How child is learning to get along with

other children — 35, 37, 27 (%)

Guidance and discipline

techniques — 25, 42, 33 (%)

Importance of reading with child — 44, 45, 12 (%)

DISCUSSIONS ABOUT

INJURY PREVENTION

How to avoid burns to your child, such as
changing the hot water temperature in your
home — 30, 50, 20 (%)

Using a car seat— 57, 33, 10 (%)

How to make your house safe — 32, 45, 23 (%)

e  What you should do if your child swallows
certain kinds of poisons — 14, 34, 52 (%)
e Using a car seat— 37, 46, 18 (%)
e  How to make your house safe — 41, 42, 18 (%)
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What to do if your child swallows

certain kinds of poisons — 28, 40, 32 (%)
Using a car seat — 36, 55, 9 (%)

How to make your house safe — 29, 62, 9 (%)
Ways to teach child about dangerous

situations, places and objects — 22, 44, 34 (%)
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MEASURE: ADDRESSING PARENTAL CONCERNS

DESCRIPTION: Research with health care providers and parents consistently finds that asking about and addressing
parent concerns is one of the most important and valuable aspects of well-child care. Two items in
the PHDS focus on addressing parent concerns:

@< Whether or not their child’s doctors or other health care providers asked the parent if he/she
has concerns about the child’s learning, development or behavior
@< Whether or not parents with concerns received specific information to address those concerns

Six items derived from the Parent’s Evaluation of Developmental Status (PEDS)®* are also included
in the PHDS. These items ask parents about specific concerns they may have about their child’s
learning, development or behavior.

OVERALL RESULTS FOR [Office X]

Parents With Concerns Who Were Asked
About Their Concerns
Your Office e 559 of children have parents with one or more concerns
about their child’s learning, development or behavior. Of
Low High this group, 50% of children have parents who reported
that their child’s doctors or other health care providers
asked whether or not they had any concerns about their

X
Offi
ces child.
Pro-PHDS Parents With Concerns Who Received
Benchmark* Information to Address Their Concerns

e 648&%ldren have parents with concerns who reported that

rFr>»00

0 20 40 60 80 100 their child’s doctors or other health care providers
Zero children had All children had gave them specific information to address their concerns.
parents who were parents who
asked whether were asked
they have whether they
concerns have concerns

The following percentages of children have parents who reported having "a lot" or "a little"
concern about:

e The child’s learning, development or behavior — 39% e  How the child uses his or her arms and legs — 17%
e How the child talks and makes speech sounds - 33% e How the child behaves — 34%
e How the child understands what parents say - 25% e How the child gets along with others — 29%
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*Glascoe FP. Parents' Evaluation of Developmental Status. Nashville, TN: Ellsworth & Vandermeer Press, Ltd; 1998
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MEASURE: FOLLOW-UP FOR
CHILDREN AT-RISK

DESCRIPTION: Parent concerns can be an indication of their child’s risk for developmental, behavioral or social
delays. The PHDS includes items adapted from the PEDS®* to identify a group of children “at risk”
for a developmental/behavioral delay who should have received some level of follow-care care. The
PEDS uses an age- and concern-specific scoring algorithm to identify this group of children.

The PHDS asks a series of four questions to assess whether or not children at risk for
developmental/behavioral delays received follow-up care from their doctors or other health care
providers. Parents were asked if their child’s doctors or other health care provders:

@< Tested the child'slearning and behavior

@4 Referred the child to another doctor or health care provider
@4 Referred the child for speech-language or hearing testing
@4 Noted a concern about the child that should be watched

OVERALL RESULTS FOR [Office X]

Children Identified At-Risk
Your Office | o 35% of children have parents with concerns
that indicate their child is at risk for developmental,
G behavior or social delays.
Other (0]
Offices A
L Children At-Risk Who Received Follow-Up Care
Pro-PHDS e 70% of children identified at risk for developmental/
Be:);m . behavioral delays received some form of follow-up
chmar care (according to parental report).
0 20 40 60 80 100
Children at- All children
risk did NOT at-risk
receive received
follow-up follow-up
LEVEL OF FOLLOW-UP RECEIVED BY AT-RISK GROUP
Listed below are the percentages of children identified as "at-risk" by the PEDS items whose parents
reported that their child’s doctor or other health care providers did one or more of the follow-up actions:
«  Tested their child’s learning and behavior — 24% +  Referred their child for speech-language or hearing

testing — 27%
« Referred their child to another doctor or health
care provider — 38% « Noted a concern about their child that should be
watched — 26%
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*Glascoe FP. Parents' Evaluation of Developmental Status. Nashville, TN: Ellsworth & Vandermeer Press, Ltd; 1998
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MEASURE:

DESCRIPTION:

ASSESSMENT OF THE FAMILY

Parental well-being and the home environment are major determinants of the health and

well-being of young children. National guidelines recommend that pediatric clinicians
annually assess for the well-being of parents and safety within the family. Five items in the
PHDS ask about whether the child’s doctors or other health care providers assess the parent

and family for risks to the child’s health.

OVERALL RESULTS FOR [Office X]

PSYCHOSOCIAL ISSUES

@@ Ifthe parent ever feels depressed, sad or has crying spells
@& If the parent has someone to turn to for emotional
support

@& Changesor stressorsinthehome

Your Office |22
w High G
(0]
Other ‘I.\
Offices
Pro-PHDS * '
Benchmark*
0 20 40 60 80 100
Asked about none of Asked about all
the topics three of the topics

Asked About All Topics

o 30%Idren have parents who reported that their child’s
doctors or other health care providers asked about all
three topics.

Not Asked About ANY Topic

o 66%ldren have parents who reported that their child’s
doctors or other health care providers did NOT ask about
ANY of the three topics.

SUBSTANCE ABUSE/FIREARMS

@< Alcohol and other substance abuse in the household
@<H Firearmsinthehome

Your Office
Other
Offices Low High G
(o]
X A
Pro-PHDS L
Benchmark*
0 20 40 60 80 100
Asked about neither Asked about both of
of the topics the topics
Asked About Both Topics

11%b of children have parents who reported that their
child’s doctors or other health care providers asked
about both topics.

Not Asked about EITHER Topic

50%

of children have parents who reported that their child’s
doctors or other health care providers did NOT ask
about EITHER topic.

ITEM-SPECIFICFINDINGS

The percentage of children whose parents reported that their child’s doctors or other
health care provider asked about the following topics in the last 12 months:
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If parent feels depressed, sad or has crying spells — 17% »  If someone in the household drinks alcohol

If parent has someone to turn for emotional support — 25% or uses other substances — 45%

If there are changes or stressors in their life or home — 23% e If there are firearms in the home — 17%

RELATED ISSUES IN THE FAMILY

15% of children have parents who reported ...21% were asked by their child’s doctors or other health
€xperiencing sym_ptoms of depression in the last » care providers if they have felt depressed, sad or had
12 months. Of this group... experienced crying spells.
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MEASURE: FAMILY-CENTERED CARE

DESCRIPTION: Research demonstrates that a positive partnership with a child’s doctors or other health care

- providers is one of the most important factors for ensuring parents get the information and support
they need to promote the healthy development of their child. Five items in the PHDS assess the
degree to which the care provided is family-centered by asking parents how often the child’s doctor
or other health care providers do the following:

@< Respect the parent as an expert about their child

@< Take time to understand the specific needs of the child

@3 Help the parent feel like partner in their child’s care

@3 Explain things in a way that the parent can understand

@@ Show respect for the family’s values, customs and how they prefer to raise their child

OVERALL RESULTS FOR [Office X]

Your Office ;
% o  84% of children have parents who reported “usually” or
“always"” to all of the family-centered care items.
Low High G
e ey x| O
Offices A
. L e db%hildren have parents who reported “never” or
“sometimes” to one or more of the family-centered care
Pro-PHDS it
Benchmark* items.
0 20 40 60 80 100
Parent said Parent said
"never" or "usually" or
"sometimes" "always" to
to all five items all five items

ITEM-LEVEL RESULTS FOR [Office X]

Percentage of children whose parents reported that their child’s doctors and other health
care providers “usually” or “always”:
e  Help the parent feel like a partner in their child’s care — 93%
e Respect the parent as an expert about the child — 91%
e  Explain things in a way the parent can understand — 97%
e Take the time to understand the specific needs of the -
child — 89% «  Show respect for the fd Nealsa
they prefer to raise thej 2006-10-26 13:57:39

Accepted set by nealsa
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VARIATIONS IN QUALITY OF CARE
FINDINGS BY CHILD CHARACTERISTICS

Parents'
informational
needs met 100
on all topics

75

50 1

25

Parents'
informational 0

needs met
on no topics

Parent said
usually/
always to

all items

100

90

80 |

Parent said
usually/ 70
always to

70% of the

items

In your office, 59% of children whose parents completed
the survey were first-born children.

Variations in Care by Birth Order of the Child

Key Findings in [Office X]

Children who were not a family’s first-born child had parents
who were JUST AS LIKELY to report that they wanted more
guidance and information on selected topics as compared to
children who were the family’s first born. For example,
when compared to parents who completed the survey for
their first-born child, these parents were just as likely to
want more information and guidance than they received on
topics related to their child's development, behavior

and injury prevention.

Anticipatory Guidance & Parental
Education

69

On the other hand, parents who completed the survey for a
child who was not their first-born were significantly less likely

to report wanting information and guidance about topics
focused on the physical care of the child — such as issues
related to food and feeding or number of hours of sleep a
child needs.

Physical Care  Injury Prevention Development and

Behavior
|El First-born child @ NOT first-born child |

Variations in Care by Child’s Race/Ethnicity

Family-Centered Care Key Findings in [Office X]

92 94 e Inyour office, 9% of children were reported by
87 parents to be Hispanic, 69% were reported to be white,
I] 149%Asian, and 9% as another race.
T T , e  Parents of non-white children were significantly less likely to
report positive partnerships and communication with
o ) their child’s health care providers.
Hispanic All other races White, non-
Hispanic

Quality Higher for Children with a Personal Doctor or Nurse

Got this
aspect of 100
care

80 |
60 |
40 |

Y

Key Findings in [Office X]
79

73

a7

Anticipatory Guidance & Parental Education
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Pare
ntal
Conc
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In your office,
789%bo of children
have parents
who

report that
their child has
one or more
personal
doctor(s) or
nurse(s) who
knows him/her
and his/her
health history
well.

For a majority
of the PHDS
quality
measures,
scores were
significantly
higher for
children who
had a personal
doctor or
nurse, when
compared to
those who did
not have a
personal
doctor or
nurse.
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CONCLUSIONS AND IMPLICATIONS
OF THE FINDINGS

Parents in your office indicated many areas where your office is doing very well. They also noted areas
where there are opportunities for improvement. Listed below is a selection of the findings.

Areas of Excellence in [Office X]

Family-Centered Care

Meeting Parents’ Informational Needs Parents Report Positive Communication and Partnerships

Parents are getting the information and guidance they need on:

e 849 of parents in your office report receiving all aspects of

* Breastfeeding family-centered care.

* Back to sleep

® Carseats

Improvement Opportunities
Parents want more information and guidance on: Ideas you can use:
Add text about adding these topics to your after-visit summatries.

16
46 Get topic-specific parent education hand-out materials.
49 Gettopic-specific posters and put them in your office.

¢ Guidance and discipline techniques
¢ What to do if child swallows certain kinds of poisons

* Toilet training

Asking About and Addressing Parental Concerns

Ideas you can use:

48  Research has shown that asking parents a general question such as "Do
you have any concerns?” does not elicit reliable parent responses to

Indlicate a child’s risk for delays.

To standardize this activity in your office, incorporate items from the

PEDS tool into your well-child visit dot phrases.

Considerhaving theparentcompletea standardized developmental

screening tool in the waiting room or have your office staff help parents

complete the tool before they see you. Current tools recommended by

the AAP include the PEDS or the Ages and Stages Questionnaire (ASQ).

[

. 559 of children had parents who reported one or more concerns
about their child’s learning, development or behavior. Of these, 50%
were asked about their concerns and 64%b received information to
address their concerns.

@
(<

@
[

Assessing the Parent for Risks to the Child’s Healthy Development

Ideas you can use:

=SaY

e 15% of children had parents who reported symptoms of depression. 44 Considerhaving the parent complete a standardized depression screener
o  Ofthese, only 21% had parents who were asked if she/he felt in the waiting room.
depressed, sad or has crying spells. Tools are available on the KP website. Kathi Kemper, MD has also
developed a 3-ftem tool shown to be feasible in primary care offices.

[E

&
(5N

IMPORTANT NOTE ABOUT THE FINDINGS: These survey results present a “best case” scenario due to an inherent positivity bias caused by two factors: 1) The survey was
conducted only in English, and 2) Only parents whose children had at least one-well child visit in the last 12 months were eligible to receive the survey.

*DATA PRESENTED IN THE CHARTS: The second bar labeled "Other Offices" is based on data from all other pediatric offices (NOT including your office) in [office x] that
are located in [insert city]. The X under the word "high" indicates the highest office-level score observed while the X under the word "low" indicates the lowest

office-level score observed. The comparison data presented in the charts is based on Provider-Level PHDS (ProPHDS) data gathered between 2001-2005

by the Child and Adolescent Health Measurement Initiative.

ADDITIONAL INFORMATION ABOUT THE CAHMI AND THE PROMOTING HEALTHY DEVELOPMENT SURVEY (PHDS): The PHDS was created by the CAHMI has been
proven to be a reliable and valid tool for assessing health care quality. To date, over 45,000 PHDS surveys have been collected and analyzed. Additional information about the
CAHMI and the PHDS can be found on the CAHMI website at www.cahmi.org.

ADDITIONAL RESOURCES ABOUT PREVENTIVE AND DEVELOPMENTAL HEALTH CARE:
www.aap.org e brightfutures.aap.org/web/ e www.zerotothree.org e www.nichg.org e www.cincinnatichildrens.org/health-quality ¢ www.cmwf.org
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http://www.aap.org/
http://www.zerotothree.org/
http://www.nichq.org/
http://www.cincinnatichildrens.org/health-quality
http://www.cmwf.org/

QUESTIONS? CONCERNS? If you have questions about the findings presented in this report, please contact [insert contact info] or email him/her at [insert address].
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Appendix 14

Example of a Topic-Specific Issue Brief on the
PHDS Findings Focused Parental Depression



Screening for Parental Depression

in Pediatric Practices:

MISSED OPPORTUNITIES

Why This is a Pediatric Issue

Findings and Recommendations from the CAHMI': The Pediatrics Department in Health System X recently collaborated with the
Child and Adolescent Health Measurement Initiative to implement the Promoting Healthy Development Survey. This memo highlights
some of the findings related to parental depression and highlights why it is an important issue for pediatric health care providers to
consider.

Authors: Child and Adolescent Health Measurement Initiative (CAHMI): Colleen Peck Reuland, Christina Bethell, Danielle Hermann, Molly Skarphol
and Nicole Hinckley-Hines, MD. More information about the CAHMI can be found at www.cahmi.org.

In Health System X

e 1 out of 10 children (0-3 years old) have parents * 7 out of 5 children have parents who were asked
experiencing symptoms about depression by their child’s
of depression health care providers

o Children whose parents are experiencing symptoms of

depression were NOT more likely to have been asked
about depression.

o Infants were more likely to have their parents screened
for depression as compared to toddlers.

o Infants (3-9 months) were NOT more likely to have
parents experiencing symptoms of depression as
compared to older children (10 months- 3 years old).

Relationship between children with parents who are depressed
and whether or not they were asked about depression

80%

B Proportionof ChildrenWith Parents Experiencing Symptoms of Depression

B o4 Child's Parentexperiencing symptoms of depression whowere asked aboutdepression
60% 8 95 Child's ParentNOT experiencing symptoms of depressionwhowere asked aboutdepression

42%
40% 37%
21% | 21% 22% | 2195
20%
14%
1.20,
0%

All Children Child 3-9Months Old Child 10-18 Months Old Child 19-48 Months Old


http://www.cahmi.org/

MISSED OPPORTUNITY: In the first three years of life there are ten well-child visits.
This represents at least 10 opportunities to screen parents for depression.

In Health System X: Why is Parental Depression a Pediatric Issue?

Relationship between children with parents who are
80% i i

60% @ Child's Parent experiencing symptoms of depression
B Child's ParentNOT experiecing symptoms of depression

Children whose parents are experiencing
symptoms of depression are significantly

39% Lk more likely to:

40%

329
29% e A Cost More-

* More likely to visit the emergency room

22% -
or urgent care clinic more often

20%
Are at Risk-

* More likely to be at risk for
developmental, behavioral delays

0%
Child at SignificantRiskfor 2 or More ER/Urgent Care Visits Do Not Regularly Read to Child * More likely to be read to less
Developmental Delays (4 orless days) by their parents

FACTS ABOUT PARENTAL DEPRESSION:
Maternal depression, or depressive symptoms, was found to be related to lower birthweight, increased emotional liability
among infants and toddlers, behavior problems, increased rate of injuries or accidents, failure to thrive among
preschoolers and symptoms of mental illness and behavioral problems in school age children (Zuckerman 1987).
Maternal depression often slips through the cracks of the medical community as women bounce back and forth for

support between psychiatric, obstetric, pediatric and general family disciplines (Kleinman, 1994).

While medical professionals have been taught to expect a certain degree of emotional upheaval during the postpartum
period, there is a tendency to normalize such response and not take the woman’s concerns seriously (Kleinman 1994).

Postpartum depression, for many women does not last just a few months after birth but can continue throughout their

child’s first years.

What can pediatric health care providers do?

Simple and validated screening tools can identify parents who may be experiencing depression, and if
identified, prescription medication and psychological intervention can effectively treat depression.
° Computers or the “black boxes” could be utilized to administer screening tools to parents in the waiting
room.
° Medical assistants can ask the 1-3 screening questions as part of their pre-screening during well-child
visits.

EXAMPLE: KEMPER DEPRESSION SCREENER:

O How many days in the last week have you felt depressed?
O In the past year, have you had two weeks or more during which you felt sad,

blue, depressed, or lost pleasure in things that you usually cared about or
enjoyed?

O Have you had two or more years in your life when you felt depressed or sad
most days, even if you felt okay sometimes?

Antidepressant Medication Management Screening

° A high-priority HEDIS measures is related to antidepressant
medication management.

° KPNW has created systems for adults to focus on this important aspect of care.

° Pediatric health care providers need a link to these systems.

° Opportunity to Address An Aspect of Care Measured in HEDIS: Remember: Pediatric health care providers
see parents of young children ten times in the first year. This is ten times to assure that people with
depressive symptoms are linked into systems that assure that their symptoms and medications are
managed.

'Data Source: The data presented in based on the 2004-2005 implementation of the Promoting Healthy Development Survey (PHDS). Parents of children who were



between 3-45 months old, had at least one well-child visit, had been continuously enrolled in X for 12 months or since the time of birth completed the survey and who
were able to complete the mailed survey in English completed the survey. For more information about the PHDS and X project, please contact Colleen Peck Reuland at



Appendix 15

Sample Communication Template to Parents of Young Children



For more information:

For additional information about the topics in this
pamphlet, please visit:

www.aap.org/family
www.kidshealth.org/parent
www.zerotothree.org/stt_parents.html

50338d 3/04 CHR

Get the
Best

Health Care
for Your

Chulgi 5

know what

to expect
and be
a partner

e asked 2,000 parents whose children’s
health care is paid by the [insert sponsor/
Office X] to complete

the PROMOTING HEALTHY DEVELOPMENT SURVEY.
This survey gathered children’s health care
information from parents just like you with
children 3 years old or younger.

Why?

Your child’s health and health care are important
to us and we want to learn where our efforts, and
the efforts of health care providers, can improve.
We want to make sure your child gets the health
care he or she needs to stay healthy. We are
giving you this information so that you can ask
questions to make sure your child gets the care he
orshedeserves.

Well-child care is important

Well-child care is preventive health care provided
when your child is not sick. Also known as a

“check-up,” or a “routine visit,” well-child care is
essential to keeping your child healthy.

Did you know?

A national study found that most children do

not get the preventive services they need to stay
healthy. In fact, less than 10% of children 3years
old and younger receive all of these important
services.

National recommendations for helping children
stay healthy say that primary care providers
should give parents information, guidance, and
support.

Know what to expect...
And be a partner!

Theinformation inthis pamphletwill help youlearn
how to get the most out of your child’s well-visits.
Youcanmakeadifferenceinyourchild’s healthcare.

Areas of excellence:

Number of parents who talked with their child’s
health care provider about:

Placing your child on his or her back to sleep
—9outof10

Issues related to food — 9 out of 10

Room for improvement:

Number of parents who did not talk with their
child’s doctor or other health care provider and
wished they had talked about:

Childcare issues — 1 out of 10

Bedtime routines — 1 out of 10

Talk to your child’s health care providers about:

How to help your child learn and grow
Vitamins and food your child should eat
Feeding issues

Bed- and nap-time routines and how many
hours of sleep your child needs

Issues related to childcare



http://www.aap.org/family
http://www.kidshealth.org/parent
http://www.zerotothree.org/stt_parents.html

Areas of excellence:

Number of parents who talked with their child’s
health care provider about:

Behaviors you can expect to see in your child
— 9outof10

The importance of reading to your child
— 8outof10

Room for improvement:

Number of parents who did not talk with their
child’s doctor or other health care provider and
wished they had talked about:

Guidance and discipline techniques — 1 out
of 4

Toilettraining — 1 outof 5

Talk to your child’s health care providers about:

Behaviors to expect from your
child

Words or phrases your child
may use

How often you should read to
your child

Toilet training
Guidance and discipline

techniques

Areas of excellence:

Number of parents who talked with their child’s
health care provider about:

Car seat safety — 8 out of 10

House safety — 8 out of 10

Room for improvement:

Number of parents who did not talk with their
child’s doctor or other health care provider and
wished they had talked about:

What to do if your child swallows something
poisonous — 1 out of 4

Teaching your toddler about dangerous
situations, places, and objects — 1 out of 4

Talk to your child’s health care providers about:

Safety in your home and car
Poison prevention

Teaching your child about dangerous
situations, places, and objects

© 2003 CAHMI—Child & Adolescent Health Measurement Initiative

Before your child’s office visit, think about if you
havethese concerns:

How your child talks and makes
speech sounds

How your child understands what you say
How your child uses his or her arms and legs

How your child behaves or gets along
with others

Voicing these concerns can help your child’s
health care provider assess your child’s risk for
learning, developmental, and behavioral delays.

Parents are often the first to notice delays in
their child’s growth and development. Voicing
your concerns can help your child’s health care
providers identify issues early.

Your child’s doctor or other health care provider
should ask about family issues that affect your
child’s health and well-being.

Your child’s health care provider should ask:

If anyone in your
household smokes

If anyone in your
householdabuses
alcohol or other
substances

If you feel safe
at home

If you ever feel
depressed, sad,or
have crying spells

You can talk to your doctor or other health care
provider about these issues.
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7. CAHMI Cycle of Engagement: Using the PHDS for Quality Improvement

The Online Promoting Healthy Development Survey (PHDS) is an electronic parent survey that assesses
whether young children (4 months to 6 years of age) are receiving nationally recommended preventive
and developmental services, based on Bright Futures guidelines. The PHDS is one component of the
CAHMI Cycle of Engagement suite of tools (Figure 1), which includes pre-visit planning using the CAHMI
Well Visit Planner (www.wellvisitplanner.org) and post-visit assessment using the PHDS
(www.wellvisitsurvey.org).

Figure 1: CAHMI Cycle of Engagement

WELL VISIT PLANNER (WVP): Pre-Visit Planning

Enhance pre-visit planning Improve parent-provider communication Enhance

and education and quality of care parent activation

The Encounter Post-Encounter
Focus on parent priorities Improved self-care
* Discuss family environment Use community resources
* Address developmental, Awareness and prevention
behavioral and emotional Support for development

concerns * Informed decisions
* Targeted education

Pre-Encounter
* Understand purpose of visit
* Identify concerns and priorities
* Learn about child’s development

—_—)

PROMOTING HEALTHY DEVELOPMENT SURVEY (PHDS): Post Visit Assessment

Customized feedback report, Support provider
educational resources, and understanding of parent
guidance for next visit priorities and needs

Enhance patient and
provider activation

“PDSA” Cycle for
Quality Improvement
(ABP MOC part 4)

Providers wishing to use the PHDS for quality improvement activities may register for free on the CAHMI
website: www.phdsoolkit.org The Online PHDS Toolkit produces customized, confidential feedback
reports online for providers that highlight areas of excellence and opportunities for improvement. Based
on results, the Toolkit includes a series of guidance materials to support providers in quality
improvement activities.

How the Online PHDS Toolkit works:

1. The Toolkit allows providers to customize the PHDS to meet their measurement and
improvement needs and identify preferences for their survey content. For example, a provider
can target specific surveillance or health supervision activities; or the provider can use all the
measures available.

2. Based on baseline survey results from the first round of PHDSs sent to patients, guidance
materials support providers in the planning and implementation of quality improvement
activities.

3. Individual providers and/or groups of providers have access to a password-protected website
where they can view their performance data over cycles of survey administration.


http://www.wellvisitplanner.org/
http://www.wellvisitsurvey.org/
http://www.phdsoolkit.org/

Providers can use the Online PHDs to gather, at multiple time-points, parent-reported data that assesses
whether young children (3-48 months) are receiving nationally recommended preventive and
developmental services.

The Online PHDS Toolkit supports providers in the planning, implementation and refinement of quality
improvement activities in the areas below:

e Anticipatory guidance and parent education;

e Developmental surveillance;

e Standardized development and behavioral screening;

e Follow-up care for children identified at-risk for developmental delays or behavioral issues;

e Assessment of the family for risk factors to the child (safety, alcohol and substance abuse,
psychosocial screening); and,

e Family-centered care.

The Online PHDS is designed to be used at multiple time-points to track change in the provider’s practice
over time. The Online PHDS Toolkit includes guidance to support providers in using the Online PHDS to
complete three Plan-Do-Study-Act (PDSA) cycles. Cycle #1 collects baseline data; Cycles #2 and #3
provide follow-up results of Ql for well child care and also allows refinements to the quality
improvement process, as described below:

Cycle 1: Conduct a baseline PHDS parent survey, review the baseline results, and develop Ql activity

Plan: The provider identifies an area of well-child care for improvement, learns about the Online
PHDS, creates an Online PHDS account, and plans to conduct the baseline Online PHDS.

Do: The provider conducts the baseline Online PHDS.

Study: The provider reviews the baseline Online PHDS Report and identifies specific areas for improving
well-child care.

Act:  The provider implements a Ql activity to improve well-child care for children 0 to 6 years old,
based on the specific area identified for improvement (e.g. developmental surveillance,
anticipatory guidance, or follow-up for children at risk). The Online PHDS Toolkit provides
resources and links to possible activities (such as the Well Visit Planner (WVP) or Shared
Encounter Form (SEF)).

Cycle 2: Conduct the first follow-up Online PHDS survey, review the follow-up results, and refine the

Ql activity

Plan: The provider reviews the baseline data and plans for the first follow-up Online PHDS.
Implementation of the Ql activity is on-going.

Do: The provider conducts the first follow-up Online PHDS. Implementation of the Ql activity is on-
going.

Study: The provider reviews the first follow-up Online PHDS Report, compares this with the baseline
data, identifies areas of improvement since baseline, and considers options for refining the QI
activity.

Act:  The provider refines the QI activity based on results from the first follow-up Online PHDS (Phase
2 Ql Activity).

Cycle 3: Conduct the second follow-up survey to identify areas of improvement and plan for future



refinements

Plan: The provider reviews data from Cycles 1 and 2 and plans for the second follow-up Online PHDS.
Implementation of the Phase 2 Ql activity is on-going.

Do: The provider conducts the second follow-up Online PHDS. Implementation of the Phase 2 Ql
activity is on-going.

Study: The provider reviews the second follow-up Online PHDS Report, identifies areas of improvement
in comparison to the baseline (Cycle 1) and the first follow-up results (Cycle 2) and considers
options for refining the QI activity.

Act:  The provider refines the QI activity passed on the results from the second follow-up Online
PHDS (Phase 3 Ql Activity).

To facilitate a review of changes over time, the follow-up reports display bars for each data collection
time-point. For example, the report that is generated following the second follow-up data collection
time-point includes bars for the baseline, first follow-up, and second follow-up results. The bar-chart
presentation of the results has been tested with providers and has been found to be preferred visual
display of the Online PHDS results over time (as compared to alternatives, such as run charts).

For Pediatricians: Maintenance of Certification (Part 4)

CAHMI is currently seeking approval from the American Board of Pediatrics to allow use of the PHDS for
Maintenance of Certification (Part 4) for pediatricians. ABP has previously supported completion of the
PHDS and have been highly receptive to our current application efforts; as such we have every reason to
believe approval will be granted.



8. The PHDS Model



The PHDS Model
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CAHMI PHDS Provider Toolkit
{wowew. phdstoolkit.ong]

Step 1 Providers creates a site
name, which generates a URL
URL is sent via email to the
provider.
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parent feedback report
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