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Background

The following data were collected using a survey that was mailed out to 600 families of individuals who receive services from DDS.  Families were given the option of completing the paper survey or using a provided link to Surveymonkey to complete the survey online.  HSRI received 176 valid surveys between April 15, 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

The majority of respondents (84.3%) are parents of an individual receiving services. Almost 10% (9.9%) of the respondents indicated that they are siblings.  62.3% of respondents are the legal guardian of their family member.  97.7% of family members are aged 18-65, with only a small percentage (2.3%) older than 65.  Most people who responded (61.9%) said their family member has been receiving DDS services for more than 12 years. About 17% said their family member has been receiving services for 1 to 3 years and about 21% have been receiving services for 7 to 11 years.  32% of individuals were reported to have a diagnosis of Autism Spectrum Disorder. 
In answering questions about the self-direction option, only 58% of families reported that their support broker/service coordinator had informed them about the self-direction option. A little more than a third of families said they had attended a meeting or training sponsored by DDS regarding self-direction.  There is pretty close to an even split between those participating in self-direction (52.9%) and those who are not (47.1%). 

Families were asked why their family member was not participating in self-direction (if they indicated they weren’t). Of all of the reasons, 58% said they did not know about the option. More than a third (34.2%) said their family member liked their current providers and 19.7% said they are not sure they can manage it.  Small percentages of respondents noted that they “tried it and it didn’t work”; they “didn’t learn enough at meetings”; “too much paperwork”; or “written materials didn’t provide enough information”. 
Respondents indicated several ways in which they would feel more comfortable about participating in a self-direction option.  Highest on the list (70.7%) was “having more information about the benefits of participating”. 40% “needed assurances that they could go back to current providers and services if it doesn’t work out”; 30.7% “needed assurances that the support broker would help them through the process”. People also said they “needed to know what their budget would be” and said they would “like to hear from other families who are using a self-direction option”. Families also said they would “like more encouragement from their support broker, interest of family member, and help from other families”. 
Families participating in self-direction were asked why they and their family member chose to do so.  “Wanting more flexibility” (64%) was followed by “wanting to make their own choices about staff” (52.3%). 41.9% reported that “their family member wanted to be more in charge of his/her choices” and 37% said their “support broker/service coordinator encouraged them to participate”. A little more than a third (34.9%) said they chose self-direction because they were “dissatisfied with their current providers”. About 6% of families said that “another family had recommended self-direction” to them.  Families also gave other reasons that can be found in the comments under this question below. 

Families responded to where, or from whom, they found out about the self-direction option with the following information: Only half (51.1%) heard about the option from their support broker or service coordinator. 29% heard about it at their annual ISP meeting; 18.6% heard from their transition coordinator; 17.4% said it was described in their eligibility letter from DDS. 11.6% of respondents said they learned about self-direction at a DDS training and another 11.6% found out at a conference for families. 
63% of families who are using a self-directing option said that they received enough training and orientation to the process, 25% said they weren’t sure and 10% said they did not receive enough. 44% of those trainings were provided by DDS staff other than service coordinators or support brokers. Support brokers/service coordinators provided 37.5% of the trainings and about 19% were provided by others. Families stated that they learned about several topics during their trainings including: “responsibilities of the participant (e.g., hiring staff, etc.)”, “description of the self-direction option”, the” family’s role in making choices/monitoring, etc.”, “types of services and supports that can be included in the budget”. 
Overall, families reported over 90% agreement with these statements about their family member since they began self-directing their services: “My family member is making more choices in their own life”; “My family member is happier”; “My family member’s self-confidence has improved”; and “My family member is involved in more activities of his/her choosing”. There were several positive outcomes reported, these can be seen in the Results by Question section below. Half or more of respondents indicated: it has been “difficult to recruit staff”; the “resources available are not sufficient”; the “services are much more individualized and flexible”; the “fiscal intermediary does a lot of the book keeping”; and that “support coordinators/service coordinators have been very supportive”. About 86% of families said that participating in self-direction has made them “feel more positive about their family member’s future”. 
Families suggested ways in which the process could be improved for other families. They talked about streamlining the process, and written materials providing step-by-step instructions, as well as support groups for individuals and families and an overarching need for more contact between families. There is a need for answers to questions and for those answers to be more timely.  Families were asked to explain why self-direction has not been a positive experience for them and 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
Detailed results and graphs for each question on the survey are presented below.
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Other responses: 

· didn't want to go again

· Current program solved behavioral problems of which autism is not involved

· did not know about this until this very moment

· I understand i would have to do all the work

· Currently in program that meets the needs

· Family member has very limited communication skills

· Started to learn about it 5 months ago and didnt start the process yet

· She is handicapped

· (name) is not capable of advocating for herself

· Our DDS representative only mentioned it, didn't provide much info and didn't really push it
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 Other responses:

· have no knowledge about this

· I have attended two meetings on "self-direction". I have seen the videos of participants/families using it. Currently my son likes the program he is participating in, he came out of a school dept. program that was causing him stress, anxiety, bordering on depression - now in his new program he is happy, enjoys the work he is doing, feels good about himself likes the people running the program. Likes getting paid and volunteering. The program is working for him.  

· Need to let me know ahead. Please provide sign language interpreters for the meeting.

· (name) provides assistance

· I dont get how it would be helpful when it is more I would have to do

· No additional service needed as of right now

· Too late for any above

· Happy with agency, no need to look elsewhere

· We dont want to lose our current providers

· i dont know what self-direction is. My son is full care. He can not do anything for himself. I am 88 year old and need care myself

· Proven and successful template with stability- training – dept of human resourse system

· We had one meeting 5 months ago and we are waiting for the information so we will understand how to go about the process

· I am senior citzen with many medical problems, so I cannot particpate in this program

· This survey is not appropiate for my lovely members

· more funding or more flexiblity 

· N/A

· Really have no idea what is involved in the processes and at my age, not sure I would or could oversee this type of program.
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Other responses:

· ability to tailor services to individual needs

· But this has changed for the upcoming fiscal year. Families have been pushed out and an outside agency is getting the control

· the day service providers seem to be lacking in adequate staffing and consistency, both of which our son needs.

· only real option in western mass is to keep daughter home

· We had our older son in an agency with choice program and it seemed the best option.

· Child left group home system due to many safety, protection issues to come live at home in a better environment and the day program was not providing appropriate services either

· no latex safe providers

· Son doesnt want to be in special ed program 

· Main reason we moved to AWC was the current adult programs are equipped to meet the needs of most people with autism

· Daughter used to come home from the center everday crying from being overloaded

· My son can be rebellious against any set program and with self direction he doesnt have to waste

· The agency (name) was awful. The very least amount of care was provided while i was doing all the work and they were getting paid.

· We live in a rural area there are no day habs close, and we wanted to center the day program around our family members 

· Vistied day habs- totally appalling want to care our son at home

· Wanted to be able to hire and fire staff dependant upon dependance and work preformance

· I dont understand the program but I like what I read about it. It is all new. Would like more info on it.

· Our child (adult) requires very specific & flexible services coupled w/ unique - supports

· Agencies did not want to support our model

· Service options at time did not meet family member's needs
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Other responses:

· I was told by the area director in 2005 before my son turned 22 of this option. 

· Found it online (after several meetings asking for help and funding and getting turned down)

· always knew he deserved a real life

· From Arc Support broker we hired and payed out of our pocket

· AFC coordinator recommended her agency.

· DDS service coordinator

· Boulet Agreement Option

· Family member took a job as worker

· personal research

· I asked team endorsor

· Early adaptors of the program, (name)

· This is the first ive heared of it (This survey)

· From a person who worked at agency supporting individuals 

· Director of DDS

· work  at non-profit

· From a developmental doctor

· At a meeting given by PPL representatives

· Lawyer
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· love to have more opportunities meet people like himself
· no one has the answers - it is very individual and the family's advocacy makes all the difference.
· more options for agencies who are able to provide agency with choice, there were 2 choices.
· If someone is in a group it isn't a good experience or for client this option should immediately be offered, explained then implemented if client/guardian feel it is a good choice!
· Daughter loves the program. It has changed her life she is happy now
· More help from agency of choice
· It is hard to find a qualified staff
· Communication with PDP personal needs to improve questions; easier application process for staffing
· The hiring process is confusing for many. Some individuals are not prepared to follow through.
· The questions are not answered by PPL, DDS is great
· The program is being mismanaged by DDS
· ways to streamline hiring and share staff
If self-direction has not been positive for you and your family member, what would improve the experience? (Please describe):
· more disclosure - we didnt know it existed until we read online in 9/2016. It was like a secret. We need training workshops or inform us they exist. 


· we cant get services even with funding. just not available.


· Experience is ok but wish we were informed of this choice. We only learned about the full service range of self-direction from our hired, personally paid for arc support broker. 

· Better guidelines regarding staffing & agencies role responsibilities as well as financial guidelines for caregivers.


· Better communication with people


· Improve the customer service reps knowledge. Improve the computer system, stop losing doucments


· Since we've been invovled only responded to questions twice, we have been waiting since Oct. for new job


· It wouldve been helpful to know up front that the DDS funding included the cost of the Agency of Choice


· More support


· Recruiting center log for staff


· Overall, goos experience


· Finding staff, especially a man, is huge challenge. Id live to find a way to recruit more college students


· Help with finding staff, support and help from DDS service coordinator


· As my son looks for housing there has been confusion on who is helping him and what financial resourse are available 


· PDP- fiscal intermediary is constantly not processing anything i submit correctly they need a complete overhaul. Very frustrating


· Staffing has always been a challenge. If a staff helper leaves (by choice) it takes much too long to find a replacement 


· Have PPL contact employees directly when payroll situations arise. Have a local administrator for paperwork instead of family member


· Have had positive expenence. Very satisfied


· PPLmakes mistakes and very hard to get in touch with 


· I think it works well enough except that the PPL handling payments take too much percentages for one bill to be paid. Maybe the fee could be based on how much actual accounting and bill paying is needed


· Acess to staff supports there agencey 


· Need more peers to do things with. Hard leaving peer group at school and not know anyone who is home during day. Activites tend to be with a paid support person or parent instead of peers.


· There are times when it appears that PPL is directing the program and not DDS. We have to use their codes and procedures when they might not be to the benefit of our family member. Question 15 is not a good question--our daughter is not aware of how this differs from other programs.


· supervised work readiness program


· The PPL program appears to be a program designed by experts and if it was administered as a program to be run by the participants it would be an amazing program. DDS insists upon deciding what the participant should get and the family input is ignored, marginalized, or micro-managed into worthlessness by DDS management. The limitation of available categories in the PPL program by DDS management limits the spending of the available budget in de-facto becomes an issue of non funding. I have contacted various State, and Federal agencies and have reported these issues , provable by three years of e-mails, DDS Management  is simply not capable of, motivated to, or interested in, allowing the Participants opinion to have any value. I thought this type of attidude was cured with the Boulet Settlement.


· way to share activities

Anything else you would like to say about self-direction?

· I spoke to a staff person at HSRI about the new law where parents are given no choice but to hand over the program to an outside agency. I am very upset about it and disagree with DDS and the Governors who changed the law. 

· it's been great! it is very important that our service coordinator is very responsive and easy to reach. 

· It gives my family member the means to do what is best for her continued growth. In the group home the attendant went to disruptive members. In her home, she has housemates who include her in their family gatherings and widen her circle. 

· If the funds exist, then its the best option for personalized services. There needs to be an actual, reasponsible dollar amount set so we know how to budget the services ahead of time vs multiple meetings bartering for services without a particular dollar amount and comments about uncertainty of budget dollars. very stressful!

· support is very encouraging and staff has always been helpful. :)

· this (self-direction) has been a very positive development for my son. He is less isolated with self-direction. Thank you!

· the self-direction improved our family member's life at home and out in the community.

· Because DDS services began at the time of the illness and eventual death of a family member living with individual getting services, training and communication was very difficult. 

· That it helps her in the beggining then she would just stop going

· I hope it continues, it has given my family some peace of mind. 

· Currently it is a good option but for some folks that have poor judgement, more advanced issues like dementia - safety guidance should be part of the plan to protect the client. 

· Very doubtful about participating!

· My son is hard because he is Autism.

· LOVE IT! Please...keep it available forever. Thank you.

· Would very much like to know more

· Thank you

· My son has benefited very much from the self-direction program

· The questionnaire arrived on Saturday, and my scheduled informational meeting took place five (5) days later.  I am decidedly interested.  Patience, please.

· It's a very good program it just needs more guidelines.  Our DDS coordinator has been very supportive and helpful.

· My brother became my responsiblity whgen my parents pasted To care for him for ten years. At that point the state of Mass took him away.I objected but the state took the matter to court. Legally, the state prevailed and I was left without a choice in my brothers care. 

· Please provide information for us to decide

· This program is the result of years of advocating from advocates and families alike. Please work the collaborqation of our law makers

· Respone time from people is too slow. Too much downtime for the coupter system. Too many error in the system

· I have no idea about any of this

· It has so far changed our lives for the better

· want to learn more

· You are controlled by a system that moves at a very slow pace and it is very frustrating. I can see no chnage in the life of my child by self-direction. We were doing this before and thought that getting an agency invovled would be more benefical but this isnt the case at all

· It has changed my sons life. He would be lost without it. Thank so much for this option for ASD kids

· Good start

· We have been thinking about this option for a while and if we could be sure of the funding, simplification of the process, ablitiy to revert bacl if it doesnt work, we could definitly try it

· Self direction has become micro managed to to stick ended to this date. There needs to be exceptions for biling and diffucultites 

· Seems to sound better than it actually is. We have a son with severe autism and complex medical issues. We dont want to make up a program, as much as be matched to a stable program with proven supports in place

· Awesome program 

· Great option for families

· I appreciate the benefits

· We have appreciated the help and contact with our DDS Director/Coorinator

· Im glad this is an option! We dont do PDP because from my understanding it is alot of work

· Self-direction may have limited vaule for indivduels with very severe genetic handicap and very low communication skills as long as the guardians agree the the current services are fully adequate

· Best thing that couldve happed to my daughter

· DDs was initally negative about particpating in this program. It was difficult to get adequate funds and now there is never an increase in the funds you recieve.

· I feel very fortunate my son is in this program it is really meeting key needs as he transition from teen years at home and in school to adulthood wher he works and lives on his own

· I felt as though (3 names) were more concered with budget amount for 2 years rather than the well being of my brother and his needs. They dont take into account that clients age and need more support. There should be an appeal process for the budget amount and this amout should not be in 2 year increments.

· Its alot of work and hiring the right people to help is difficult

· My daughter is unable to make changes. She is totally handicapped

· Always available to help me and very special 

· Very happy with the process amd so far it is working well 

· I am not sure we are invovled in this program. We are happy with what we have.

· Never heard of this. This is first time I’ve recieved any information on this Self-Direction

· Our son needs variety more than structure. Particating in two different programs and a part-time job has helped to facilitate this.

· We have no knowlegde of the implementation of this law nor knowledge of our son’s participation in any meetings on this topic

· Please send me some information

· It is a complicated program but it works great for individuels who cannot be in a traditional day program. Having a local fiscal intermediary with a personal paperwork administrator would be ideal

· Obviously could always use more moeny. I wish I had known about this many years eariler since it wouldve have meant more moeny for my son.

· Could not have been more happier. Our member had the ablility to access communities

· Dont know what to ask

· Fund more 

· We need to look at rasies in individuals that work for more than a year. 30 hour employees should abtain at least 1 week paid vacation. It is important to maintan employees long term for continuilty for our family members

· No

· Lynn Reed Hyannis is great!

· Funding never changes from year to year, same since 2008

· Yes! Why am  I just learning about this ? I filled out this form assuming "self-direction" means I, his mother and guardian, have to find my respite staff on my own and i have to pay out of pocket

· Thank you

· Reach out to families that qualify. Many families are not aware that the programs like these exist

· Have no idea what this is. Ongoing service information nesesary 

· I hope I answered everything i was to do 

· Self-direction has been an excellent choice for us and we appreciate the ability to hire our staff and make choices regarding the budget

· Most days programs have low expectations for individuels to gain skills and improve/grow. Self-direction has so much more potential to live I do what you arent but it is too new to provide enough oppuntunties for individuels with signifiant. 

· We feel blessed to have them taking care of our favorite gal.

· A lot better than alternative, it has allowed my brother to continue to live as he had before the death of his caretaker/brother.

· Overall it has been a life changer for our child and family overall. The support/program provider has been a tremendous help - especiallu in ficscal/billing.

· It is a lot better than the alternatives it has allowed my brothers to continue to live as they had been before caretaker/brother died

· DDS- Service providers MCS is good to work with; adaptive design extremely helpful 

· Fix the hiring procedure and put everything into one smooth system for applying. This means everything including credentialing (whatever that means). Reduce the DDS language into language that everyone uses.

· We would like to learn more but again it has not really been presented to us as a serious option.  DDS needs to have it's reps bring it to its clients families as a fully explained option.

· Even though there are some glitches occasionally, this model still allows the most flexibility and is the best option for my family member.  I do not want to see this flexibility diminished.  More access to information, not less will create the most flexibility and satisfaction with this model.  Individuals and families should have access to the codes and definitions of services, as well as rates.  This was available prior to 2016.  

· I'm quite happy with my family member's current services, so not sure what the benefits of self-direction are.

· We attend the focus group meetings on a regular basis and have found them very informative. It is helpful to exchange information with other families that attend. The director is also very helpful.  

· I wasn't familiar with the term "self-direction" but I always felt like we had choices and we are happy with the services provided

· In general love it. Did not answer question 17 because the family member is severely disabled and questions don't apply.

· need more training for work readiness program

· Self Direction is a misnomer for this program. I have absolutely no objection with this report being shared with DDS, or any other State, Federal or Judicial office (name) Parent and legal guardian of DDS client (name) serviced by the Metro North office of DDS in Wakefield MA. My cell phone is(number)
· Please expand funding to agencies that provide social opporutnites so individuals and families can access.  This is a critical component that families need help - connecting the ingividuals to social and friendship opportunites.

Considerations
· Only half of the respondents said their case manager told them about self-direction. 
· People who are using it seem happy with it

· 86% feel better about their family member’s future

· “My son has benefited very much from the self-direction program”
· “It's a very good program it just needs more guidelines.  Our DDS coordinator has been very supportive and helpful.”
· “Never heard of this. This is first time I’ve received any information on this Self-Direction”

· 38.8% said the process is very complicated
· 38.6% said it takes a lot of time

· 55.1% said the resources available are not sufficient

· 39% said they didn’t have enough information at the beginning

· 36.1% Confusion about who is responsible for what 

· 36.2% Had trouble getting questions answered

· 28.8% problems with the fiscal intermediary
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