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Background

The following data were collected using a survey that was mailed out to 528 individuals who are participating the Participant Directed Program.  Participants were given the option of completing the paper survey or using a provided link to Surveymonkey to complete the survey online.  HSRI received 123 valid surveys between May 26, 2017 and July 20, 2017.  Survey respondents were not identifiable in the surveys, however they did provide their zip codes to allow for reviewing findings by region. Regional analyses are not included in this report, however will be available in the final report for year 1 of the Real Lives Evaluation. 
Summary of Findings

Respondents to this survey are using the Participant Directed Program, an option for self-direction in Massachusetts. About 98% of respondents fall within the DDS service population ages of 18-65.  Only 2% were over age 65.  A little more than half (52.9%)of respondents live at home with their family. 28.5% live in their own home or apartment while 8.1% live in a group home and 5.7% with a foster family or in shared living and a small percent (4.9%) live in group homes or other residence types. 
More people have been self-directing for more than 4 years (53.4%) than those who have been self-directing for less than 4 years (37%). 

The majority of respondents participating in PDP (88.2%) said they will continue to self-direct in the future and 81.4% said they would recommend self-direction to others. 96.6% of respondents know who their service coordinator/support broker is and 90.4% said it is easy to get in contact with their service coordinator/support broker. 71.1% of respondents indicated that they get all the help they need from their support broker/service coordinator, 26.3% get some help but could use more help. When asked to say what additional help they needed, respondents gave the following answers: “I hope I can get someone to pay for my online class when I start it pretty soon” and “My DDS support staff is overworked.  It often takes her a long time (week or more) to get back to me”, for example. Overall, 94.6% of respondents said they have had a good experience with their support broker/service coordinator. 
People found out about the self-direction option from a variety of sources.  70.6% of respondents said their DDS worker told them about self-directing. 10.1% said a staff person at their agency told them; about a quarter (13.5%) found out at their ISP meeting; other ways people heard about self-direction were from family members, at a self-advocacy event, from a friend or at their school.  There are also comments under this question in the Results by Question section. 
When asked if they get all of the information they needed about self-direction, 61.5% of respondents said they got all of the information they needed in the beginning, while 29.9% said they got some information but could have used more, and 8.6% said they still have questions they need answered.  More than three quarters (81.7%) of respondents said that they know who to contact if they have questions. 
Almost all (90.1%) of respondents stated that the people they hire do what they want them to do. When asked what is better in their life since self-directing, respondents provided many examples. Around two thirds of respondents said that they are learning new things (61.7%) and that they are making more choices in their lives (65.8%). More than half (51.7%) said they feel better about themselves. People said they have more friends, their health is better, and they have jobs. One person left the comment “This has made my life much easier now that I do not have to depend on my parents all the time because they are getting older”.
Of those who reported having had problems, almost half (47.8%) noted that the process is complicated.   More than a third (36.2%) said that it is hard to find and keep good staff. About 19% said it takes a long time to make a change in their services. 11.6% of people said they have trouble with the agency they are working with. 53.4% of respondents said that they have not had any problems and 41.5% of respondents said that they have had problems but someone has helped resolve them. 
Being involved in PDP means that participants use PPL as a fiscal intermediary.  Respondents were asked questions about their experiences with PPL. 44.1% of respondents said that PPL processes their employee’s timesheets correctly and on time, 28.8% said very often. 5.1% of people said PPL does not process their employee’s timesheet correctly and on time very often. Less than half (47.5%) of respondents said that PPL always pays their employees accurately and on time.  Just over a quarter (26.3%) said very often and 3.4% said not very often, when asked this question.  10.2% said they didn’t know if PPL paid their employees accurately and on time. When asked if their employee’s timesheet is denied, delayed or pending payment, does PPL tell them right away, 22.6% said always while 21.7% said not very often. 26.4% said that they do not talk to PPL, that the support worker they hired does this. Exactly half said they always feel comfortable calling PPL if they have a complaint or a concern about their services. 11.4% said sometimes in response to this question and 8.8% said not very often. 
Participants were asked about their experience with PPL staff and their response to their questions or concerns.  57.3% said that PPL staff always or very often respond to them in a timely manner. 14.5% said sometimes and 6.8% said not very often. Less than half of respondents answered either always or very often, when asked if they find PPL’s instructions for completing enrollment paperwork helpful. When asked if the information they receive from PPL staff helpful and correct, 34.2% said always, 21.4% said very often, 14.5% said sometimes and 6.8% said not very often. 

Results by Question
Detailed results and graphs for each question on the survey are presented below.
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Other responses:

· in my own home with full time support

· I live in my family home with support staff 

· lives in own apartment upstairs in family home

· With my widowed mother- no siblings

· With my mom. My dad past on Sept 25-16

· 2 other roomates
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Are there things in your life that haven't changed or that you still want? Please explain.
· I would like to learn more landscaping because it is fun to learn it and there is good money in it. 

· job

· Shared living with someone in my apartment

· more confidence, dont take things as personal

· "move out of family home and into an independent living house with peers close by job
· job

· learn new things/skills

· more friends/clubs"

· vacation will be nice with staff. not sure if PPL pay for travel costs in addition to staff over time pay.

· get my guardianship back.

· I want a new girlfriend. Some day I want to get married. 

· My daily living is going well because of this program .I am in need of a handicapped bathroom which would be a huge help to my day to day care. I am all 115lb of dead weight to my care givers which makes bathing hard. 

· I want a boyfriend, an in-law apartment and a roommate. I want to be successfully and more friend out side of work. I just get very nervous. 

· more friends, more leisure activities, part-time employment, more happiness, a girlfriend. 

· working on getting a job and getting my kid back

· more friendships

· This program has changed my daughters life. She is happy, has news to tell us. One on one help. Thank you for this wonderful program. 

· people need more training on how this program runs. 

· want to attend more learning courses

· Still very handicapped. Guardian filling out form (mother).

· I would like to take a course on line, I don't have enough money to start and also I need internet for my apartment.

· I live with my mom (who is filling out this form as I can't read or write)

· Hard to find staff

· I would like to be able to have more activities but the problem is (3 names) do not authorise more hours for these things. I was given a 2 yr budget with no changes allowed.

· Yes, I don't want yearly ISP meetings

· More support would be nice :)

· Not enough money for 5 days per week help

· I would like to have my own place someday.

· More exercise

· Help with job, career preparation

· I would love to go to Disney someday

· learning to financially manage funds

· I need to be able to go out more on my own.

· I want "flexible" funding to be actually flexible.

· Learn to drive

· I want a girlfriend and I want more hours at my job

· "I need my mother's help. I can't make these decisions on my own.

· Since I'm self directing I feel independent a lot.

· My caseworker stinks... want to go to school then he says no funding. I want to work. But don't know what I want to do... or how to get there.

· I still need more funding to have more help and supervision.

· There is nothing new right now that I can think of that I want. However, one thing that I would like to expand on more is becoming more social, especially meeting more people in order to practice conversation skills in larger groups. I have made some progress with these skills by interacting with some of my colleagues from work, but I would really like to continue that progress by becoming more involved in other activities in my community as I become more settled into living independently. 

· I wish there were more activities available to participate in.  Especially on the weekends.  For example, Charles River runs a great music program in Natick, but it is only available on a irregular basis.

· No I am able to go shopping when I want.  I have assistance cleaning my apartment that works around my busy schedule.  I have people that will take me to activities that are very important to me such as coaching and playing sports,

· WITH THE HELP OF MY FAMILY EVERYTHING IS GOING FINE.

· I am working towards my goals, funding has always been a issue.  I would like to be able to do more clinics.

· I like everything I am doing now

· My son would like more social opportunities, there is very little in our area for services both vocational and social
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Please specify what additional help you could use:

· different support broker service coordinators have different info and they don't share it among themselves

· I hope I can get someone to pay for my online class when I start it pretty soon.

· Mom does all the work. I wish I could.

· Little contact with DDS

· The budget amount is not discussed openly. (3 names) determined the a mount without discussion. Asked several times for more hours and the answer was no. (name) is great. Other staff not helpful, especially (name) who is in charge.

· How to stay safe when out in the community

· The advice is contradictory and complicated

· From my DDS support staff, my mom and my helper cousin

· My DDS support staff is overworked.  It often takes her a long time (week or more) to get back to me.

· FIRST OF ALL IF THEY CAN RETURN PHONE CALLS,UP TO NOW OUR COODINATOR AT DDS DO NOT ADDRESS ME AND MY MOM BY OUR NAME,WHEN HE WRITES IS HI THERE!

· (name) is very helpful

· accurate and timely information.  I still get calls from PPL telling me there are things the broker has to sign off on.  Why are they still calling me to tell me there is something the broker has to do?  I call and tell the broker, she thanks me because she sometimes doesn't get the message.

[image: image20.png]100%

80%

60%

40%

20%

0%

Overall, have you had a good experience working with your DDS support
staff (Support Broker)?

94.649
5.36%
| —
Yes No





[image: image21.png]Does PPL process your employee’s timesheets correctly and on time?
100%
80%
60%
44.07%
40%
28.81%
U T1.86% 10.17%
5.08%
0% T T T T 1
Always Very Often Sometimes  Not very often | don't know





[image: image22.png]100%

80%

60%

40%

20%

0%

Does PPL pay your employees accurately and on time?

47.46%
26.27%
12.77% 10.17%
3.39%
T T T |
Always Very Often Sometimes  Not very often | don't know





[image: image23.png]100%

80%

60%

40%

20%

0%

If your employee’s timesheet is denied, delayed or pending payment, does
PPL tell you right away?

22.64%

15.09%

21.70%
14 159

26.42%

Always

Very Often

T
Sometimes Not Very Often

I do not talk to

PPL - the support|

worker | hired
does this





[image: image24.png]Do you feel comfortable calling PPL if you have a complaint or concem
about their services?
100%
80%
i 50.00%
40%
25.44%
20% 40
439% ’—|° 8.77%
0% T T T T l
Always Very Often Sometimes Not Very Often | do not talk to
PPL - the support|
worker | hired
does this





[image: image25.png]100%

80%

60%

40%

20%

0%

Do PPL staff respond to yourquestionsand concems in a timelyand
professional manner?

41.03%
21.37%
16.24% 14 539 o
6.84%
T T T T !
Always Very Often Sometimes Not very often | do not talk to

PPL - the support|
worker | hired

does this





[image: image26.png]100%

80%

60%

40%

20%

0%

Do you find PPL's instructions for completing enroliment paperwork

helpful?
2D 25.00%
18.75% 15 180
s t3:38%
Always Very Often Sometimes  Not very often  The support

worker | hired
deals with this





[image: image27.png]100%

80%

60%

40%

20%

0%

Is the information you receive from PPL staff helpful and correct?

34199
21.37% 23.08%
14 539
6.84%
T T T
Always Very Often Sometimes Not very often | don't know - the
support worker |

hired does this





[image: image28.png]100%

80%

60%

40%

20%

0%

Did anyone help you to answer these questions?

64.71%

9 10.08%
A 5.88% 5.88% Y s
T T T T T |
Yes,my Yes,myDDS Yes,the Yes, No, no one Other (please
family Support support someone  helped me specify)

worker

worker | hired

else





Is there anything else you would like to tell us? 

· This was filled out entirely by my mother who manages my job coach and handles PPL for me.  I could not answer by myself.  It would be great to have help in finding good job coaches.  It would be helpful if my mother did not have to manage everything. Problems with PPL, problems with job coaches, she is old and tired. 

· Too much paperwork. There are helpful and not helpful Service coordinators.  Both PPL & DDS do a very poor job of facilitating the ability of families and participants to network. Meetings are typically held on weekday afternoons when participants are in day prog and parents are working, locations are not always convenient.  This makes it difficult for participants to develop peer relationships which keeps them isolated in the community. Also, agencies need to get better at developing offerings for PDP the ones we have talked to give us no confidence that they can offer AWC or Shared Living experience to our son that will give him the level of activity and social interaction that he thrives on. 

· "We have had 5 different support brokers in 3 years, inconsistent with their help and advice.

· The PPL application is 14 pages long with too much redundancy.  PPL confuses independent contractor with employee paperwork.  Initial PPL application can take weeks to process. Many problems with portal, we were told as was DDS that the new person was good to go, then antoehr person said there was a problem, then another said it was okay, then another problem.  PPL does not notify me if there is a problem.  I have to call.  PPL IS THE PROBLEM"

· The individual service option works extremely well in our house due to the intensity of of need.  the flexibility of funding is key. 

· I would recommend people to DDS workers because I wasn't a long time and it really helped me. 

· i'm proud of myself being independent and hiring my own staff

· this form was completed with help of my home care provider, who also is my support/contact with DDS and PPL. The program is great but so much paperwork to start someone. it's gotten better but needs more work

· I like working with my job coach. we have a good time delivering meals on wheels

· self-direction has been a vital part of my daughters adult services. once we got through the initial paperwork process, everything has run smoothly. it has been a great experience this far. DDS has worked well with us and our support broker and most importantly the staff we hired has been tremendous.

· need availability of more trained staff to work with adults with disabilities especially behavior.

· DDS should provide additional funding to pay benefits to staff who work 20 hours and more. it makes business sense. will improve staff retention.

·  ____ had to drop out of the program because o f specific difficulties in our circusmantces at the time with finding and appropriate provider. However I think that this is a very good approach to providing services and I hope that by completing this survey in theway that we would have when we she was receiving this service we can count as supporters. Much of our difficulty has bene overcoming issues ___ developed in a group setting and I think if her only had been with the PDP, life would have been rather different. 

· hello- most of this survey does not apply to my child. she is unable to make any decisions. we use PPL for reimbursement of my driving her to and from her day program. my dealings with them have been very positive. they are very helpful and patient.

· not all of these services apply to my life yet

· This program has helped my so much. I am able to remain in my home with my family and receive the care I need. 

· I would like to talk to someone about choices of the people that work with us for respite. 

· the people I hired do a good job helping me

· participant has autism as well as depression which impede his ability to accept and access services. He also feels the services are not appropriate for high functioning individuals like himself. 

· thank you for all your help

· The employment paper work for when someone is hired is very confusing. 70 pages of information and forms is too much. The forms are confusing (example: enrollment form has hidden paragraph I did not see for the last job coach I hired. people called my mother and me 5 different times on the 5th phone call w people they finally told me about the section in the paragraph being blank.)

· I love this program I cook, I take classes. I take a yga class in my sister in law's studio. We go shopping, to the movies, and on walks, and bowling. I love the one on one. I dont come home crying anymore. We went to the beach. I love the people my mom picked. I love getting out every day. Centers dont work for me and I also volunteer at the yoga studio. 

· PPL the agency which handles payroll, consistently makes mistakes, does not issue checks on time and always are inaccurate. I have lost all hope with PPL and wish to have a choice to pick from. Dissatisfied to say the least. 

· A very positive experience w/self-direction, need DDS to listen more to needs and wants. DDS can be deficient to work with management, can not reach by phone and lacks long range planning. DDS director lacks people skills. 

· PPL responds late to issues

· Using PPL has made things so much easier for us.

· We need more hours. Thank you.

· Thank you for your support of my ADL

· Staff doesn't get paied on time. MCS staff is never available. No agency people listen to me.

· Lack of help from DDS to find staff

· I am a year into this and DDS staff (3 names) have not reached out and have an "I don't care attitude". You need a better service who is helpful and staff and people using it need to be changed.

· Too long a wait on calling PPL- need more workers

· Thank you for the opportunity to have ppl

· I would like to continue going to the meetings

· The application process is complicated and slow. The DDS so between is confused and confusing but trying to help.

· This has been great for (name) and myself. It gives (name) something to look forward too and time for my self. Since we lost her Dad and my soul mate.

· I like this better than going to program everyday and taking long transportation trips to program.

· Not at this time.

· I haven't been in the program long enough to make a good opinion

· No because you going to do what you want to do and why you need my ide because you don't listen to me

· PPL is not efficient in paying employers or service providers in timely matters. They consistently lose paperwork for invoices where I have to continue to follow and check to make sure the providers are paid. They are efficient on time sheets.

· What is PPL? He has case manager and he has ICS. Case manager always says no funding for what we would like to try... or?? Just don't seem to get any where with his case worker...and ICS?? Wish he got more self develop for self esteem... Independency.

· My support provider really understands me. Thank you for the support.

· This program is very helpful.

· This program is very helpful

· PPL support helps me to live independently, with my disability & medical issues. The self directed program allows me to apply the funds/services where they benefit me the most, keeping me healthy & happy.  I'm very satisfied with the self directed program. 

· Overall very happy. 2 issues that can be approve on is initial sign up procedures. Much needs to be done. I would recommend a step by step worksheet allocating in detail what has to be done and 2 tell me when a time sheet is denied and what the problem is so I can fix in a timely manner.

· My mother answered the questions for me

· People has not been paying my taxes appropriately. I have been receiving delinquent tax bills from a collection agency. It has taken a long time to resolve this issue. Please look into this issue so it doesn't happen again- to me or anyone else- thank you.

· We as a family really appreciate the flexibility of the Self Directed Program. We have utilized it for services that were not available to me throught the former programs.

· Self-Direction is an awesome program.  It allows me to tailor my supports and get the most bang for the buck.  The PPL process is way too complicated and, recently, I have found that the PPL office is not good at rectifying problems (they say they will fix something and then it doesn't happen and you need to make repeated phone calls.  Meanwhile, your staff doesn't get paid.  It is hard enough to find staff without having to then tell them that their paycheck will be delayed).

· This program has provided me the support and funding to hire multiple people to work with me and help me to live by myself.

· "MY PAYROLL AND TIME SHEET IS THROUGH (name),THERE PROBLEM THEY NEVER RECEIVE THE FAXED TIMESHEET ORTHER THAN THAT EVERYTHNING IS FINE.

· I MISSED THE OLD DDS PERSON (anme) HE WOULD VISIT MY FAMILY AND I AND WAS RESPECTFUL AND UNDERSTOOD OUR NEEDS."

· Being able to do what I love and living life the way I want is great!

· I'm glad about what I'm doing now.

· Calling PPL is ridiculous, they have never answered the phone directly, you must leave a message.  Typically, PPL has initiated the call to let you know there is some sort of "problem"but they won't tell you what it is in the message. Then, I have to call back during work hours only to have to leave another message.  This goes on for a few days before we finally connect and figure out that I colored in a bubble wrong but staff won't get paid for another cycle because of it.  There has got to be a better way of communicating.  I also did not hire the broker, I was told the broker was required but that her salary does not come out of the budget my son receives for services.  I am still not completely sure about that.
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