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The Participant Experience Survey (PES) was funded through a Real Choice Systems Change Grant. For any questions concerning the information contained in this report, please call Lisa Kelemen, Administrator, Real Choice Systems Change Grant, at (410) 767-5095.
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Overview   
In 2005, the Maryland Department of Health and Mental Hygiene contracted with the University of Baltimore, Schaefer Center for Public Policy, to administer a second Participant Experience Survey (PES).  Participants of Maryland’s Living at Home Waiver (LAH) and Older Adults Waiver (OAW) were surveyed in 16 jurisdictions throughout Maryland (see Appendix B) and a total of 547 surveys were completed.  Appendix C shows the number of participants surveyed in each jurisdiction based on waiver type. Based on the time the survey sample was obtained, the PES was conducted on 20% of the OAW population and 17% of the LAH population. This survey was funded through the federal Real Choice Systems Change Grant. 
PES background
The PES is a “face-to-face” interview designed to measure the experience of waiver participants in terms of the services and supports provided and highlight areas for improvement.  Maryland was the first state to use the electronic version of the PES. Interviews in 2004 and 2005 occurred either at the participant’s home, at the assisted living facility, or at a neutral location, such as the local mall. 

The PES questions yield raw data, which is then used to compute “performance indicators”. Performance indicators are useful for showing unmet need to assist in targeting data-driven improvement strategies. Performance indicators are calculated by taking the responses from branching question sets and condensing them into one result. The result shown is the percentage which reflects those with an unmet need or who express dissatisfaction. The indicators are grouped into 4 domains, which include “Access to Care”, “Choice and Control”, “Respect and Dignity”, and “Community Integration.”  
A table with complete 2004 and 2005 PES results is included as Appendix E. A description of each performance indicator is included in this table.  Results are shown as overall percentages and fractions. The fractions show the actual number of participants responding to the question who report an unmet need or who express dissatisfaction as the numerator and the number of individuals who have that need or require that particular service as the denominator. The fractions serve to provide context and shows how each percentage is derived.
A good baseline   
For most of the 2005 PES performance indicators, results were either the same or better than the 2004 results. A table comparing results of the 2004 and 2005 surveys is included. Because of grant time limitations, the second PES was conducted before many of the waiver improvement strategies were fully implemented; therefore this data is not an evaluation of such. However, the consistency of the results from 2004-2005 indicates that this second set of data provides us with good baseline information about the experiences of our waiver participants in terms of the services they are receiving.  
Participant satisfaction   
Some changes were made to the 2004 PES question set based on responses to the 2004 survey. Questions were developed with input from focus groups that were assembled to review the 2004 results.  One such change is the addition of a general participant satisfaction question, which asked participants to rate the program as a whole. We are pleased to report that 89% of OAW and 97% of LAH participants report they are either “satisfied” or “very satisfied” with the waiver in general. Only three participants out of the 547 surveyed reported that they were “unsatisfied” and none were “very unsatisfied.” The interviewers also captured additional comments, which were overwhelmingly positive. For example, one participant remarked “I am tickled, I am totally satisfied.” Another participant told the interviewer “It is a relief; it has made all the difference in the world to me.”                                                                                                                                                                                       
Result highlights  

For the 2005 survey, results that changed by 9% in either direction is considered to be a “statistically meaningful” change.  This number was derived from doubling the margin of error (4.5%) and is a rudimentary way to identify meaningful change.  This methodology was developed in consultation with the researchers at the Schaefer Center.  See Appendix E for comprehensive results.
Highlights:

· Overall Improvements:  Many performance indicators showed improvement over the 2004 results.  Improvements were most notable in the LAH waiver; particularly the participant’s ability to contact the case manager, awareness of the consumer direction model and ability to choose care providers, and multiple areas within the respect and dignity indicator.  With regards to community involvement, there was an 11% decrease in the number of LAH participants who are not working but would like to work.
· Results Concerning Case Managers:  This year results showed that fewer people could name their case manager.  In 2005, 25% of LAH and 45% of OAW participants could not name their case manager, up from 15% and 34% respectively.  It should be noted that in the 2005 survey, the question was changed and participants were asked to actually give their case manager’s name.  We then compared the names to those in our database.  Variables such as case manager turnover and changes in case manager assignment could account for some of the change.  Perhaps the bigger issue is whether participants report they can reach their case manager when necessary and whether they feel their case manager is helpful.  In 2004, 12% of LAH and 13% of OAW participants reported they could not always reach their case manager in 2004, which dropped to 2% of LAH and 6% of OAW who reported they could not reach their case manager in 2005. Additionally, in 2005, more participants reported that their case manager was helpful when they needed something.
· Transportation:  Overall, the results for the transportation indicator were similar to those from the 2004 PES. However, in 2005, a question was added to the PES to see whether participants are missing medically-related appointments. In 2005, 8% (5 participants) of LAH and 34% (19 participants) of OAW participants who state they do not always have transportation when needed claim they have missed medically-related appointments. This information was only acquired with the 2005 PES implementation and is not represented in Appendix E.  
Who answered the questions?   

The PES is designed to elicit responses directly from participants and every effort was made to accommodate participants who required assistance. The 2004 PES results indicated that a significant number of participants did not answer some or all of the questions themselves.  Great care was taken to try and accommodate individuals who required assistance and the scheduling and interviewing protocol was reevaluated to ensure that we were doing everything possible to hear directly from participants. See Appendix A for the protocol the Schaefer Center used when scheduling and conducting interviews which includes the procedure for handling such cases.
The 2005 results show that 60% of LAH and 55% of OAW participants answered all of the questions themselves. Appendix D shows the breakdown of who helped provide answers and the level of assistance provided. Twenty-three of 26 LAH participants who needed assistance were assisted by a family member. A little over half of the 216 OAW participants who needed assistance were assisted by a family member, with the remaining predominantly assisted by caregivers. 
To eliminate concerns, an in-depth analysis was conducted regarding assistance in answering questions and whether the assistance from proxies would skew the results.  Results were analyzed by looking at “who gave the responses”.  This analysis sought to detect any significant differences between the “self response” group and the “had assistance” group.  The groups were divided into two mutually exclusive categories: those who answered all of the questions themselves and those who had any degree of assistance.  The results showed that the two groups were basically the same.  Notable results from this analysis are listed below. 

Notable results:
-   Ten percent (4/65) LAH participants who had assistance answering the questions 
     reported a lack of transportation compared to 38% (10/26) of LAH participants who 
     answered for themselves. 
-   One percent (2/193) of OAW participants who had assistance answering questions 
     reported they do not always have assistance bathing compared to 10% (14/139) who 
     answered for themselves.

-    No OAW participants who had assistance answering questions reported difficulty 
     getting groceries compared to 14% (5/36) who answered themselves. 
-   Conversely, significantly more LAH participants who answered the PES questions by 

     themselves expressed a higher level of satisfaction.  LAH participants who answered 
     all of the questions themselves reported they are “very satisfied” (72% or 28/39) 

     compared to the group who had assistance (54% or 14/26). 

Next Steps

Results will be presented to CMS, waiver administrators, OAW and LAH case management agencies, the Medicaid Advisory Committee, members of the Maryland General Assembly, and interested stakeholders.  The 2004 and 2005 PES implementations were funded by a 2001 Real Choice Systems Change Grant and funding ended June, 2006.  The Department is grateful to have had this opportunity to perform an in-depth quality assessment using the PES and will continue to use these results to support data-driven improvement strategies.  The Department will examine funding sources to support future PES implementations. Experience with the 2004 and 2005 PES demonstrated that annual PES implementations would not be beneficial; however, surveying every other year or every three years may provide the best results.  In the future, the PES could be administered in its entirety, or, as a more cost-effective approach, select PES questions could be added to other survey tools already used by the Department. The PES results contained in this report will serve as a valuable reference as we move forward.
This report was prepared by Lisa Kelemen, Administrator for the Real Choice Systems Change Grant.  Ms. Kelemen can be contacted at (410) 767-5095.
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Schaefer Center Interviewing Protocol 
1. Phone interviewer randomly calls (through Schaefer Center software) a potential PES participant.

2. Interviewer reads off of interview script in an attempt to schedule a face-to-face PES interview.

3. If the waiver participant is unable to take the call due to the inability to speak English, an interpreter is arranged.  If the participant is reportedly unable to use the telephone or unable to participate due to cognitive or physical limitations, the guardian identified in the database provided by DHMH is contacted and the survey is scheduled with the guardian and the participant together. 

4. If participant or participant’s legal caretaker or guardian agrees to the survey, the phone interviewer pulls up scheduling software.

5. If participant or participant’s legal caretaker or guardian agrees to the survey, the phone interviewer pulls up scheduling software.

6. Participant information and interview date and time is automatically saved to a management database. It is from this database that the PES field interviewers are able to obtain through the internet (or in house) their weekly interview schedules (This same database was used to create the confirmation letters and follow-up thank you letters to those who participated in the interview).  

7. Confirmation letter is generated and mailed out to scheduled PES participant.

8. PES Field Interviewer checks his/her interview schedule on a nightly basis.

9. PES Field Interviewer calls participant 24 hours before scheduled interview to confirm appointment.

10. The day of the interview the Field Interviewer calls 15-20 minutes prior to their arrival to let the participant know they will be there shortly.

11. Field Interviewer conducts survey.
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2005 Participant Experience Survey 
Targeted Jurisdictions

	Targeted N and Completions by County



	County
	Targeted N
	Completed Surveys

	Allegany
	11
	9

	Anne Arundel
	54
	54

	Baltimore County
	109
	109

	Caroline
	16
	7

	Carroll
	12
	11

	Cecil
	7
	5

	Charles
	12
	10

	Dorchester
	8
	7

	Frederick
	5
	4

	Harford
	7
	6

	Howard
	59
	59

	Montgomery
	70
	44

	Prince Georges
	40
	39

	Washington
	15
	11

	Wicomico
	18
	16

	Baltimore City
	158
	156

	TOTAL
	601
	547
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Participant Experience Survey 2005

Numbers by Waiver Type and Jurisdiction
	County Name
	Program Name
	Total

	
	Living at Home Waiver
	Waiver for Older Adults
	

	Allegany
	5
	4
	9

	Anne Arundel
	6
	48
	54

	Baltimore City
	13
	143
	156

	Baltimore County
	10
	99
	109

	Caroline
	1
	6
	7

	Carroll
	0
	11
	11

	Cecil
	0
	5
	5

	Charles
	1
	9
	10

	Dorchester
	1
	6
	7

	Frederick
	0
	4
	4

	Harford
	0
	6
	6

	Howard
	9
	50
	59

	Montgomery
	6
	38
	44

	Prince Georges
	10
	29
	39

	Washington
	1
	10
	11

	Wicomico
	2
	14
	16

	Total
	65  (17% of the LAH population at sample time)
	482 (20% of the OAW population at sample time)
	547
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Participant versus Proxy Analysis
Participants who answered ALL of the questions by him or herself:
	
	Living at Home Waiver
	Waiver for Older Adults

	Participant answered all
	39 (60%)
	263 (55%)

	Didn’t answer all 
	26 (40%)
	216 (45%)


Breakdown of participants who did not answer ALL of the questions by him or herself:
	What amount of the questions did the participant answer by him/herself?
	Living at Home Waiver
	Waiver for Older Adults

	Almost all
	7 
	91 

	Most
	2 
	19 

	About half
	2 
	16 

	Some
	2 
	12 

	A few
	2 
	20 

	None
	11 
	58 

	Total
	26 
	216 


Who else gave the responses?
	
	Living at Home Waiver
	Waiver for Older Adults

	Family
	23 
	127 

	Friends
	0
	1

	Caregiver
	3 
	76 

	Day Care Provider 
	0
	3 

	Assisted Living Provider
	0
	8 

	Other
	0
	1 

	Total
	26
	216
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2004-2005 PES Results
(Insert Performance Indicator Table Here)
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