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Background

The following data were collected using a survey that was mailed out to a sample of 1450 individuals who receive services from DDS. The individuals who received this survey do not participate in self-direction, drawn at random, with an oversample of 400 people who entered services in the last 3 years. This oversample was designed as an effort to create a larger sample of people who would be having self-direction introduced in the service array as they entered services.   Individuals were given the option of completing the paper survey or using a provided link to SurveyMonkey to complete the survey online.  HSRI received 233 valid surveys between June 15, 2017 and August 22, 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

In terms of age, 82.8% of respondents are between the ages of 18 and 65 and 17.2% are over the age of 65. When asked about where they live, 38.5% said they live with family, 35.5% live in a group home with other self-advocates, smaller percentages of respondents said they live in their own home or apartment (15.2%), and 6.9% said they live with a foster family or in shared living.  3.9% of respondents said “other” when asked where they live. 
The majority (63.8%) of respondents said they have been receiving services for a very long time (more than 6 years). 9.2% said a long time (4-6 years) and 19.2% (44 respondents) have been receiving services for 3 years or less.  
In answering questions about the self-direction option, less than a third (30.1%) said that someone had told them they could hire their own staff or make choices about their services. Almost half (48.2%) said no, no one had told them and 21.7% said they don’t know if anyone told them about this option. 85.5% of respondents have never been to a meeting or class to learn about self-direction. Almost half (47.1%) of respondents said they did not remember hearing about self-direction in their invitation to their ISP meeting. 26.2% said they remember hearing about it and another 26.7% said they don’t know if they remember hearing about it. 20.8% said they remember getting the brochure on self-direction, 59.3% said no, they do not remember getting the brochure. 19.9% responded that they didn’t know. Respondents were asked if their DDS worker had talked to them about self-direction (hiring their own staff and making choices about their services). Only 18.9% of respondents said yes, their DDS worker talked to them about self-direction, more than half (54.2%) said no and the remaining 26.9% said maybe or they don’t know. 
Of the respondents to this survey of people who are not currently participating in self- direction, 7.2% (16 people) said they had tried self-direction. Of those who had participated in a self-direction option, the majority reported they had used Agency with Choice, one person was in the Participant Directed Program, and nearly half (6 people) weren’t sure which program they had been in. Respondents who said they had been in a self-direction program before were asked why they stopped participating. They were given a list to select from and were provided an opportunity to leave other reasons.  The reasons chosen most frequently were “hiring staff was too hard”; “not enough help”; and “I didn’t have enough services”. In addition, several respondents identified the following reasons: “not enough choices”, “liked traditional services better”, “Too much paperwork”, and “My family didn’t like it”. Specific comments can be found below the chart in the “Results by Question” section. 
Of those who said they had not participated in Self Direction (199 people), they were asked why not. A large majority of respondents to this question (69.9%, 95 people) stated it was because they are happy with the services they have. The second most common response was “I don’t know what it is”. Additional reasons and comments are listed below the chart in the Results by Question section below. 
In terms of what might make a respondent more interested in self-direction, 207 respondents provided varied responses. While 42.5% stated they are just not interested, almost 30 percent of people said they would be interested “if I got more information about it”. About a quarter of respondents said “If I knew I would have help when I needed it”(23.7%); “if I knew more about what choices I might have to make”(23.7%); “if I knew I could go back to what I have now if I didn’t like it”(23.2%). Additional response options, and comments are included in the chart detail below. 
Individuals were asked about their satisfaction with services.  Just over half (52.8%) said they were very happy, 35.9% said they were pretty happy, 7.6% said not very happy and 3.8% (8 people) said they were unhappy with their services. 
In response to the question, “Is there a chance that you might try being in charge of your own services in the next few years (hiring your own staff, for instance)?”, of the 218 people who responded to the question, less than 10% said yes, almost a third (32.1%) said maybe and 58.3% said no. 
Many respondents reported having help filling out the survey. About two thirds (65.9%)  said their family helped them; 10.8% said their staff person helped them;  one person said their DDS worker/service coordinator helped.  Only 15.3% of respondents (34 people) said no one helped them complete the survey.  

Respondents were given an opportunity to leave comments on anything related to self-direction.  Those responses are listed at the end of the Results by Question section. 
Results by Question (Total N=233)
Detailed results and graphs for each question on the survey are presented below.
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Other responses:

· at the time we obtained a Sec 8 voucher-no services were avail from DMR for us (residential). We were on our own. The roommate/helper/PCA had to be found by us. No help was offered (training was, not finding) still isn't with DDS.
· too much paper work
· Most services found were temporary for a very very short time. Others were too expensive to use on a fixed income
· not enough money to cover the cost of staff. staff didn't always show up as scheduled
· I have my worker already and is doing a great job
· inadequate reimbursement for services
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Other responses:

· I like my staff and home.  I don't want things to change.
· I am unable to make choices for my self
· I don't know how
· I do enough self direction now as it is!
· my son is blind now because the may institute didn't watch my son
· I need help making all decisions.
· (name) is severely mentally handicapped
· since it's too difficult to find staff with medical expertise for catheterization and hx seizures, etc. for someone needing 24/7 supervision
· (name) is moderately delayed and dress the judgment to lire of pay staff
· tired of having strangers in the house
· I like my workers
· not capable of understanding/effectively communicating
· Cant afford to hire people for services
· Can you go back to where you work
· Need more coaching and direction than presently receiving. Experience is showing that self direction is an out for staff to do less and opt out of 1-1 care
· not capable of doing it
· I am severely autistic and am incapable of managing my services.

· I don't have any services

· there are not enough services out there to fill the need.

· person under DDS unable to hear and speak so could not be individually in charge

· yes i have AFC Services in place

· too disabled to qualify for self directive services. he is presently in the best environment for him and all people involved are likely in full agreement

· He has been in the state system a life time. the old system provided all his needs. do i get paid for management?

· live in group home now
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Other responses:

· somehow these residential choices don't fit for us in many ways. We have an apt. Need help with "forever" staffing-with DDS it seems if you haven't provided the residential placement we are on our own-no help or cooperation is offered. No ideas from us are considered. 

· I would not know the difference

· I don't understand it 

· what are the advantages?

· Someone who could be trusted

· See answer to previous question.

· If I could do it for parts of my services like only work not home

· Could I keep current services and add what is missing that I need.

· if relevant to "my" situation (guardian)

· can self direction be an extension of the ISP, so i can see how my choices flow into changes in the ISP

· don't want to feel isolated doing direct service

· adequate reimbursement

· do i get paid too?

· live in group home now

· has a rep-payee and is in a group home
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Is there anything else you would like to tell us? 
· My son is very happy where he is, but it isn't a real "forever" thing without parent involvement. It would feel nice for "his" agency to care about that as we get older. 

· I have a transitional coordinator whose working on my placements. 

· I need a better case manager

· If DSS offers better Day Hab option we would not need to hire staff on our own. 

· My client has been with us for 13 years in shared living. She is treated as part of the family. I think DDS should reconsider how some of their families are treated by vendors, its disgraceful. 

· I would like to be more independent and have more control over my money.  I am not used to having someone handle my finances. 

· I will need more help when my parents are gone

· I am very dissatisfied with the services from DDS. Since my son has been approved there has been no services provided to him. We have been waiting close to 3 months for someone supervisor to make a decision. we were told he would have services. Thank you. 

· I am very happy here 

· I am in the new phase of DDS services and in time, once I get more information, and get into the full realm of DDS services, maybe I will search out these services. 

· the individual who this survey is directed to is incapable of completing this survey however, as his guardian, we were not provided with any information about available services from his transition coordinator. it wasn't until we recently met with his adult coordinator that he may be eligible for DDS services.

· other than my son now being blind that i wrote in step #14

· I am 100 percent disable where i live

· "not that I can think of anything right now"

· I want to DDS more often

· I lived in an independent apartment for a short time with a roommate

· I love my house. Staff are friends. 

· I am enjoying my new job at (name) 

· Please find better option for seeking jobs. Career Resources is not helpful. 

· I would like to take over the care of my daughter as soon as is physically possible or in the care of family that I can trust. 

· Very happy with the services provided by Seven Hills and Lifelinks Day Program. 

· (name) is very happy at home she can't read or understand these questions

· I am very happy with my services but information is always good to receive so I can make the best choice for me. 

· I appreciate the efforts that DDS has made to be more flexible and person centered in providing services. continued efforts must be made in consistently providing an array of options throughout each area of the state-not just some areas/sc's

· services and options here and different than in most of the state. I have a part time job and attend risen side frustrated two days a week. the workshop was eliminated and now we have nothing to do. i enjoyed the workshop and now i am just bored

· I am her mother and she has a very low IQ especially in reading. it would take her hours to answer those questions

· our son is happy with the services which makes us happy

· very happy in his program 

· our son would like to live in his own home or apartment but a serious medical condition prohibits this option for him, mostly because of cost for 24-7 coverage

· he has advanced alzheimers disease.  believe he is very happy living with his shared living family. he does not like making choices

· thanks for a job well done

·  I am okay

· "I like the services the way they are, because i like my ISP mtgs and the things we talk about and i like my day program and my home and the people that support me."

· I would definitely like to have more information and talk with some one more informed about this service.

· isn't capable of chasing staff or managing a budget

· would like to know who is his service coordinator?

· unable to make decisions   

· I could not live on my own. live with my family

· This is the first I've heard of the 'Real Lives Bill' . (name) has Downs Syndrome with Autistic tendancies. He is extremely low functioning/unable to speak). We finally have him in a loving, caring environment and hate to jeopardize the placement. It's been 4 years. Information is always welcomed if the possibility of improving (name)’s quality of life is "real". Thank you. 

· he is not capable of filling out this form. filled by mother

· This questionnaire should begin by asking if the person is filling out the questionnaire themselves. If the answer is 'no', the next question should be 'why not'? 

· my brother is 70 years old and non verbal and disable - has excellent service where he is

· My family and I are very happy with the staff, providers, and services through DDS. 

· On question 16, I am very happy with the services I've been receiving but however they cannot stay with me and they will be closing my case in August 2017. I am lead they are leaving because I was making great progress. 

· This survey is inappropriate for my son.  He is being cared for very well in (name) managed medical group home. He is profoundly impacted neurologically and is not able to do anything by himself. Also, my wife also received this questionnaire (presumably because we are co-guardians) and one for the two of us would suffice.  I realize this is anonymous, but perhaps the list can be reviewed for duplicates).  

· I'm happy with services as long as current staff stay

· I receive very little support from DDS except for job coaching which occured because of the job coach telling us of the service that could be paid by DDS. I get an ISP annually but nothing else. My mom provides all my support to make the things happen and get me what I need but she could use more help and transparency from the DDS office. 

· DDS let (name’s) Medication Court order expire in October 2015 and has not yet renewed the order in 20 months. Yet ward still gets antipsychotic medication and we keep trying for them (DDS) to go to Court to get a new order. Pretty incompetent. 

· My Mom knows me best and she is the one who answered the question

· Self direction is great for those who are motivated and initiate their own basic care needs. Its and administrative dodge for service providers to avoid being proactive for the client AND family when care increases with client's aging and family concerns . We are losing ground!

· In the past, the Agency staff were unkind, neglectful, poorly trained, and treated me like a paycheck.

· My son developmentally is between 6 -7 yrs old. He is 34. He does not read or weight. He does have his options.these questions were not really relevant for him. A face to face conversation away from his house would be better.

· I like my home and my staff

· Given my severe autism, this survey is not particularly relevant.

·  (name) lives in a residential home. Myself (guardian and sister) and (name) are very happy with her living situation. Could not ask for better staff, they are our extended family. (name) is very challenged with the concept of money. I take care of her finances. Thank you.

· How can I expect to hire my own staff or make choices about services when I can not even go out to lunch with people I have known for year without a huge "fuss" ????

· I don't know why we're even filling this out because I don't get any services.

· Keep working on making this option more feasible, maybe by better options or hybrid of currrent services and "in charge"  needs that are being done by my parents and could be done by a special advisor or agency or company that does these things.

· the service i receive from DDS have been both rewarding and helpful even more so when my daughter became mentally ill sent to (name) who also did a terrific job at getting her back to herself, and living in a great group home it's all about the care they give to their clients

· I tried to change group home and we were told there were no other openings for another group home!! the placement we're offered now find the roommates are not a perfect fit. and yet the other individuals in the home have no say when one is upsetting the whole house.

· my two brothers in group homes can not read or write. i did this report in there behalf.

· we are extremely fearful that the current administration is oblivious to the needs of the population DDS service. the population of 30+ (years) DDS clients care talers are aging. who will be looking out for (our loved ones) us when they are no longer able to?

· staff at need center should have more training when hired/ I have been floor restaurant - 20 mins 9* over the past 5 months 

· tired of being told there are going to be changes and it never happens

· I am guardian for person under DDS care. he is unable to hear/speak/respond to this questionnaire. only DDS option appears to be a group home. would be a better human experience if DDS home providers were more responsive, able to communicate in english better and if day program workshop were supported by the common wealth of MA. there is a dis-service now to people unable to hold "normal" jobs.

· I would like to live on my own someday in forter

· no caseworker contact after i said there was abuse happening at (name) day program (left my son in bathroom everyday for half a day) my co-guardian had to work on it for me. evidently caseworker overburdened with cases (not unusual for workcester area)

· of course she would prefer to live with family, "I thank God for the bridge everyday!"

· she will not understand any of this

· are there other formats to receive this information ie: story board, social story to assist with non-verbal

· my daughter does not have the mental capacity to fill this out. I filled it out the best I could

· my family makes all my decisions. I've moved him to a new home years ago and are really happy. we don't recall having these choices but the staff helped us change his residence.

· my brother does not speak or read. However, he is very happy living with his foster parents. He enjoys his services from DDS

· I am happy the way things are

· useless government program, never heard of it, waste of tax payers money, only way to get service is through politicians!

· one big concern is if I hired staff who would do the paper work for takes and pay them.

· he can't read or write, don't talk at all, he understands what you tell him like bath roar pick up your back pack.

· (name) isn't capable to take care of himself

· strong need for residential services that are currently unavailable. agency support is poorly funded and not user friendly

· in your survey please know that family of the person getting the care, could miss manage the cost or care. this would put the client at risk. thank you for caring
Considerations
· 37.5% of respondents said they would like more information about self-direction

· 29.5% of people said they would be more interested in self-direction if they got more information about it
· Only 30.1% of respondents said someone had told them about self-direction  
· 85.5% of respondents said they had never been to a meeting or class about self-direction
· 88.7% of respondents indicated that they are at least pretty happy with their services
· Only 9.6% of respondents said that they might consider self-directing in the next few years
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