

1b.3. If no or limited performance data on the measure as specified is reported in 1b2, then provide a summary of data from the literature that indicates opportunity for improvement or overall less than optimal performance on the specific focus of measurement. Include citations.

The best data on the opportunity and need for improvement come from national surveys of patients who either were known to have had procedures, based on Medical claims, or said they had made decisions with their doctors.  For Medicare patients who had had prostate surgery for cancer or a PCI for coronary artery disease, the means scores on the Shared Decision Process Score were 2.7 and 1.2 respectively (out of a possible score of 4).  (Fowler et al, 2012).  In a national survey of adults 40 and older who reported having made one of more decisions about cancer screening, taking prescription medications and surgery, the mean SDP scores ranged from 1.5 (for mammograms) to 3.2 for back surgery.  Only back surgery decision making (mean = 3.2) met our standard for a satisfactory decision making process (Fowler, Gerstein and Barry, 2013).  
	
The following table summarizes means and SDs for scores from national samples:
Table 1: Mean Shared Decision Making Process Scores for 7 Common Surgical Procedures

	Procedure
	Mean Shared Decision Making Process Score
	Standard Deviation
	Data Source

	Prostatectomy for Prostate Cancer
	2.7
	1.0
	Survey of Medicare Patients who had surgery

	Mastectomy for Breast Cancer
	1.9
	1.3
	Survey of Medicare patients who had had surgery 

	PCI for coronary artery disease
	1.2
	1.0
	Survey of Medicare patients who had had surgery 

	Hip replacement for osteoarthritis of the hip
	2.5
	1.2
	National survey of adults 40 or older from Knowledge Networks panel (TRENDS)

	Knee replacement for osteoarthritis of the knee
	2.8
	1.1
	National survey of adults 40 or older from Knowledge Networks panel (TRENDS)

	Surgery for lower back pain (disco or stenosis)
	3.2
	1.0
	National survey of adults 40 or older from Knowledge Networks panel (TRENDS)


Table 1 Table summarizes Shared Decision Making Process score means and standard deviations from the national samples of Medicare patients and Knowledge Networks panel. Some conditions include prostatectomy for prostate cancer and surgery for back pain. Additional details on the sample characteristics are in the paragraph above the table. 

The evidence for the value of clinical practices devoted to shared decision making and that the SDP score is a valid measure of clinical performance comes from a number of studies of decision making in clinical practices, some of which were trying to implement shared decision making on a routine basis and using decision aids for many decisions.  The following summarizes those results.

We  have compared the aggregate Process Scores from patients treated a clinical sites that have committed to shared decision making, usually by including the routine use of decision aids, with reports of national cross-sections of patients from the TRENDS survey who made the same decisions.


Table 2. Mean Decision Process Scores at SDP Demonstration sites and from a national sample of patients for three orthopedic procedures.

	Data Source
	Decision Topic
	N
	Mean
Process Score
	Std. Deviation

	TRENDS
	Surgery: Knee Pain
	163
	2.81
	1.139

	Demo Sites
	Knee Osteoarthritis
	239
	3.24**
	.840

	TRENDS
	Surgery: Hip Pain
	57
	2.45
	1.236

	Demo Sites
	Hip Osteoarthritis
	129
	3.31***
	.864

	TRENDS
	Surgery: Low Back Pain
	152
	3.23
	1.016

	Demo Sites
	Herniated Disc + Spinal Stenosis
	55
	3.38
	.828


Table 2 Table comparing mean and standard deviations of Shared Decision Making Process scores across two samples, one of a national sample of orthopedic procedures (e.g. knee osteoarthritis), and one of a sample of clinical sites committed to supporting shared decision making. Additional details of the sample can be found in the paragraphs above and below this table. **p < .01 *** P< .001

For osteoarthritis of the knee and hip, it can be seen that the patients in practices where decision aids are used reported significantly better decision processes than a cross-section sample of adults who faced the same decisions.  The responses did not differ for conversations about lower back pain, but the decisions about back pain were by far the best decision processes based on respondent reports in the national survey.

Because the data in the above table were collected with quite different time periods between the decision and the measurement, a better test may come from studies of breast cancer decision making in four clinical sites.  One of these four sites routinely used decision aids and had support for patients when they met with their surgeons to facilitate getting patients’ questions asked and answered.  The other three sites practiced usual care, with no special intervention to encourage shared decision making.  

Table 3.  Mean Decision Process Scores from a SDP demonstration site, three “usual care” sites and a cross-section sample of Medicare patients for decision for how to treat breast cancer

	Data source
	N
	Mean Process Score (SD)
	t (comparing with demonstration site)
	P

	SDP Demonstration site
	40
	3.00 (.934)
	*
	*

	Usual care sites
	227
	2.54 (1.205)
	2.7
	<.01

	Survey of Medicare beneficiaries treated for Breast cancer
	914
	1.85 (1.25)
	3.7
	<.001


Table 3 Table showing comparing mean shared decision making process scores from 3 samples:  one form a sample of clinical sites committed to supporting shared decision making, and one from sites with no special intervention, and one of a national sample of orthopedic procedures (e.g. knee osteoarthritis). Additional details of the sample can be found in the paragraphs above and below this table.
*cell left intentionally blank

Table 3 shows that the SDP demonstration site patients reported a decision process that was much better than those clinical sites where there was no intervention to promote decision making.  The comparable data from the survey of Medicare patients describing their decision making process for breast cancer treatment were much lower still.
We have similar data for decision making around hip and knee replacement.


Table 4. Mean Decision Process Scores from a SDP demonstration and three “usual care” sites and a cross-section sample of adults who made decisions for how to treat arthritis of the hip or knee.
	Data source
	N
	Mean Decision Process Score (SD)
	t (comparing with demonstration site)
	P

	SDP Demonstration site
	178
	2.96 (1.04)
	*
	*

	Usual care sites
	204
	2.6 (1.06)

	3.3
	<.001

	TRENDS National survey of adults who made decisions about knee or hip replacement
	268
	2.70 (1.17)

	2.5
	<.02


Table 4  Table showing comparing mean shared decision making process scores from 3 samples:  one form a sample of clinical sites committed to supporting shared decision making, and one from sites with no special intervention, and one of a national sample of patients describing their decision making process for how to treat their hip or knee arthritis. Additional details of the sample can be found in the paragraphs below this table.
*cell left intentionally blank

As in Table 3, we see in Table 4 that the SDP demonstration sites had significantly better process scores from their patients than sites with no shared decision making initiative and was better than the national sample reported as well.

Finally, a small study at a clinical site in Stillwater, Minnesota collected data using the Decision Process Score questions from patients who discussed treatment for benign prostatic hyperplasia (BPH) with their urologists.  They started collecting these data before introducing decision aids and continued to collect them after the use of decision aids that encouraged shared decision making became routine in the practice.  Table 5 shows the results.  While the Decision Process Score was pretty good before the use of decision aids, it was significantly better after they were introduced.

Table 5. Mean Decision Process Scores before and after the introduction of decision aids into process of treatment decisions for BPH.

	When data collected
	N
	Mean Decision Process Score (SD)
	T (comparing before and after data)
	P

	Before use of decision aids
	47
	3.02(.794)
	3.12
	<.01

	After use of decision aids began
	16
	3.63 (.619)
	*
	*


Table 5  Table comparing shared decision making process scores before and after implementing decision aid about benign prostatic hyperplasia at a clinical site in the Midwest. Process scores were significantly better after implementation of decision aids. Additional details of the sample can be found in the paragraphs above this table.
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In summary, we have data that show clearly that decision making on average in the US as measured by this score is not very good and that clinical sites that commit to improved decision making attain average scores from their patients that are much higher than average.



1b.4. Provide disparities data from the measure as specified (current and over time) by population group, e.g., by race/ethnicity, gender, age, insurance status, socioeconomic status, and/or disability. (This is required for endorsement maintenance. Describe the data source including number of measured entities; number of patients; dates of data; if a sample, characteristics of the entities include.) This information also will be used to address the subcriterion on improvement (4b.1) under Usability and Use.

[bookmark: _Hlk109396067]We have data that enable us to address the disparities issue for 6 of the 7 decisions.  However, we have to combine herniated disc and stenosis surgery together into surgery for lower back pain.  We do not have adequate numbers to do these analyses for hip replacement surgery.  The data come from surveys of Medicare beneficiary surgical patients in 2008 (Prostate surgery, mastectomy and PCI) and from the TRENDS survey of a general population who said they had discussed or had knee replacement surgery or surgery for lower back pain, conducted in 2012.  The covariates we looked at were age, education, race/ethnicity and gender.  The following 5 tables show the results.

Table 6: PROCEDURE: Mastectomy
	VARIABLE
	GROUP
	MEAN SHARED DECISION PROCESS SCORE
	P
	N

	EDUCATION
	COLLEGE GRAD
	2.13
	.005
	63

	*
	NOT COLLEGE GRAD
	1.61
	*
	303

	RACE
	NON-HISPANIC WHITE
	1.74
	.068
	328

	*
	OTHER RACES
	1.67
	*
	52

	AGE
	<65
	NA
	NA
	NA

	*
	65+
	NA
	NA
	NA

	GENDER
	MALE
	NA
	NA
	NA

	*
	FEMALE
	NA
	NA
	NA


Table 6 Table showing shared decision making process scores by disparities categories (e.g. education, gender, etc.) for participants who had undergone a mastectomy. More information on the sample characteristics and recruitment in the paragraph above the table.  *cell left intentionally blank

Table 7: PROCEDURE: SURGERY FOR  PCA
	VARIABLE
	GROUP
	MEAN SHARED DECISION PROCESS SCORE
	P
	N

	EDUCATION
	COLLEGE GRAD
	2.81
	.001
	262

	*
	NOT COLLEGE GRAD
	2.53
	*
	398

	RACE
	NON-HISPANIC WHITE
	2.68
	.001
	608

	*
	OTHER RACES
	2.24
	*
	65

	AGE
	<65
	NA
	NA
	NA

	*
	65+
	NA
	NA
	NA

	GENDER
	MALE
	NA
	NA
	NA

	*
	FEMALE
	NA
	NA
	NA


Table 7 Table showing shared decision making process scores by disparities categories (e.g. education, gender, etc.) for participants who had undergone a prostatectomy. More information on the sample characteristics and recruitment in the paragraph above the table. *cell left intentionally blank

Table 8: PROCEDURE: PCI (Stents)
	VARIABLE
	GROUP
	MEAN SHARED DECISION PROCESS SCORE
	P
	N

	EDUCATION
	COLLEGE GRAD
	1.29
	.378
	112

	*
	NOT COLLEGE GRAD
	1.21
	*
	408

	RACE
	NON-HISPANIC WHITE
	1.21
	.106
	468

	*
	OTHER RACES
	1.43
	*
	51

	AGE
	<65
	NA
	NA
	NA

	*
	65+
	NA
	NA
	NA

	GENDER
	MALE
	1.26
	.119
	348

	*
	FEMALE
	1.13
	*
	185


Table 8 Table showing shared decision making process scores by disparities categories (e.g. education, gender, etc.) for participants who had undergone a stent procedure. More information on the sample characteristics and recruitment in the paragraph above the table
*cell left intentionally blank


Table 9: PROCEDURE:  Knee Replacement Surgery
	VARIABLE
	GROUP
	MEAN SHARED DECISION PROCESS SCORE
	P
	N

	EDUCATION
	COLLEGE GRAD
	3.03
	.155
	41

	*
	NOT COLLEGE GRAD
	2.74
	*
	122

	RACE
	NON-HISPANIC WHITE
	2.74
	.074
	128

	*
	OTHER RACES
	3.06
	*
	35

	AGE
	<65
	2.74
	.403
	85

	*
	65+
	2.89
	*
	78

	GENDER
	MALE
	3.01
	.026
	81

	*
	FEMALE
	2.61
	*
	83


Table 9 Table showing shared decision making process scores by disparities categories (e.g. education, gender, etc.) for participants who had undergone a knee replacement surgery. More information on the sample characteristics and recruitment in the paragraph above the table
*cell left intentionally blank



Table 10: PROCEDURE:  Back surgery
	VARIABLE
	GROUP
	MEAN SHARED DECISION PROCESS SCORE
	P
	N

	EDUCATION
	COLLEGE GRAD
	3.27
	.839
	26

	*
	NOT COLLEGE GRAD
	3.23
	*
	126

	RACE
	NON-HISPANIC WHITE
	3.07
	.000
	116

	*
	OTHER RACES
	3.77
	*
	36

	AGE
	<65
	3.12
	.055
	93

	*
	65+
	3.42
	*
	58

	GENDER
	MALE
	3.32
	.310
	76

	*
	FEMALE
	3.15
	*
	76


Table 10 Table showing shared decision making process scores by disparities categories (e.g. education, gender, etc.) for participants who had undergone a back surgery. More information on the sample characteristics and recruitment in the paragraph above the table
*cell left intentionally blank


For several of the comparisons, the number of cases for one of the groups is less than 50, which limits the power to detect significant differences. In 2 of the 5 tables, those who completed college reported significantly higher Shared Decision Process scores than those with less formal education.  All of the tables show race-related differences at or near the level needed for statistical significance.  However, the differences go in different directions, with the non-Hispanic whites reporting better processes in some cases, worse in others.  The Medicare surveys did not permit comparisons by age, and two of the procedures are gender-specific.  Of the comparisons we could do with these groups, the males reported a better decision process than females for knee replacement, and those over 65 reported a better decision process than younger patients for deciding on back surgery.  Although there is consistent evidence that patient levels of formal education are related to measures of patient knowledge (e.g Fagerlin et al, 2010) we do not have much evidence that racial or education groups consistently differ in the their reported interactions with providers about surgical decisions.




1c.3. Provide epidemiologic or resource use data that demonstrates the measure addresses a high priority aspect of healthcare). List citations in 1c.4.


The table below, derived from data from the Dartmouth Atlas, shows the rates at which these procedures are performed and the variations in the rates at which they are performed for the Medicare population in 2012.  The large differences between the high and low rate areas, exceeding a ten to one ratio in several cases, is widely interpreted as evidence that decisions are being driven by providers, not patients, and reflecting highly different physician ideas about how aggressively to use the procedures.  Thus, in addition to the large number of procedures involved, this is compelling evidence of a need for greater patient involvement in decision making for these procedures.  It should be noted that the numbers below understate the total procedures done, as they do not include procedures for those under 65.  Prostate cancer surgery, mastectomy and surgery for herniated disc are particularly common among those under 65.

Table 11: RATES AND VARIATIONS OF SEVEN SURGICAL PROCEDURES FOR MEDICARE BENEFICIARIES IN (MOST RECENT YEAR 2012)

	PROCEDURE
	NATIONAL NUMBER OF PROCEDURES (2012)
	NATIONAL RATES/1000 (2012)
	RATE/1000 HIGH AREA (2012)
	RATE/1000 LOW AREA (2012)

	TOTAL KNEE REPLACEMENT
	420,197
	8.5
	18.6
	2.2

	TOTAL HIP REPLACEMENT
	197,740
	4.0
	7.5
	0.6

	BACK SURGERY (COMBINES STENOSIS AND DISC)
	232,344
	4.7
	13.4
	1.3

	RADICAL PROSTATECOMY FOR PROSTATE CANCER
	24,470
	1.1
	2.13
	0.32

	MASTECTOMY FOR BREAST CANCER
	15,769
	.58
	1.01
	0.20

	PCI FOR CORONARY ARTERY DISEASE OR STABLE ANGINA
	307,485
	6.22
	23.1
	1.8


Table 11 Table shows rates and the variation between 7 surgical procedures for Medicare beneficiaries in 2012. The large difference between the high and low rate areas indicate that decisions were provider driven and highly variable. Additional information can be found in the paragraph above this table. 
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