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1. Introduction and Study Purpose 

Over the past two decades, the nation's response to children with developmental 
disabilities and their families has shifted dramatically, moving from an historical 
awareness of disability based in segregation and exclusion to one that favors the 

inclusion of people with disabilities into the mainstream of community life. In 1972 
Pennsylvania became the first state to offer some measure of support to families who 
provide care at home to children with mental retardation. Since that time all but one 
state have developed initiatives to provide families with a variety of supportive goods 
and services. 

Family support means different things to different families. While no single definition of 
the concept has gained sway nationally, the idea is simply to provide families with 
whatever it takes for families of people with disabilities to live as much like other families 
as possible. More specifically, the term "family support" can mean supports, resources, 
services, and other assistance provided to families of children with disabilities that are 
designed to (a) support families in their efforts to raise their children with disabilities in 
the family home, (b) strengthen the role of the family as primary care-giver, (c) prevent 
inappropriate and unwanted out-of-home placement and maintain family unity, and (d) 
reunite families with children with disabilities who have been placed out of the home. 

In Pennsylvania, family support services represent a service approach that recognizes 
the family as the most significant provider of services to people with mental retardation. 
Additionally, the design of the system of delivering family support places the family at the 
center of the decision making process for their family member. Building on this tradition, 
in 1987-1988 the Pennsylvania Office on Mental Retardation began funding 11 family 
driven family support services program (FDFSS program) pilots, expanding this number 
by 15 in 1990 and steadily thereafter. These projects are operated through county 
Mental Retardation programs. The services offered could include things like respite 
care, sitter services, homemaker services, specialized therapies, special foods, and 
others, and may be delivered as direct services or by voucher or direct cash assistance. 
Other innovative services and supports are also offered. 

OMR is committed to continuing its tradition of excellence in responding to the needs of 
families who provide care at home to people with disabilities. Yet OMR recognizes that 
from time to time it is advisable to take a hard look at the overall family support system to 
identify ways for improving the service response. Within this context, the Institute on 
Disabilities at Temple University and the Human Services Research Institute are 
collaborating to collect relevant information concerning the FDFSS programs in 



Pennsylvania and facilitate a participatory process for improving the family support 
system. As this project unfolds, Pennsylvanians will: 

Evaluate their family support system based on their own set of standards and guiding 
principles; 

Assess their family support system based on a set of nationally validated quality 
indicators; 

Develop their own conclusions over how to proceed with their system of services and 
supports to families based on the information obtained. 

To achieve these goals, a mail survey of a representative sample of families who receive 
family support services was conducted. In addition, follow-up interviews of a portion of 
these families were conducted and focus groups convened to discuss the findings. 
Finally, based on all project findings, recommendations for improving the family support 
system are offered to OMR. In this Final Repor the findings emerging from these 
activities are presented, as are the resulting recommendations. 

The remainder of the report is organized into the following sections: 

Chapter 2: Summary of Evaluation Methods presents an overview of the primary 
methods of information gathering and analysis used to conduct the survey 
including descriptions of the survey form, the sampling plan, survey distribution 
and data entry methods. 

Chapter 3: Results of the Mail Survey presents the results of the mail survey and 
includes frequency distributions by survey question. 

Chapter 4: Results of the Focus Groups presents the findings of focus groups held in 
eight sites across the Commonwealth. 

Chapter 5: Results of the Follow Up Interviews presents the findings generated from 
interviews with a sample of family members who completed the original mail 
survey. 

Chapter 6: Concluding Thoughts and Recommendations presents discussion 
related to the study findings and offers recommendations to the Office of Mental 
Retardation in order to improve the Family Driven Family Support Services 
program. 



2. Methods 

The evaluation of Pennsylvania's current FDFSS program was initiated during 1995 
when HSRI and the Institute on Disabilities finalized its evaluation strategy based 
on discussions with the Office on Mental Retardation. OMR was interested in 

knowing how satisfied families were with FDFSS, and how it could be improved to be 
more responsive to the needs of Pennsylvania's families that included a member with 
mental retardation. In addition, as the state moves toward a system of self-determination 
in the delivery of supports and services, the experience gained from the FDFSS program 
will be invaluable in crafting the emerging system. 

The evaluation strategy involved completion of three activities: 

1. A mail survey of a sample of families receiving FDFSS services; 

2. Focus groups involving family members, FDFSS staff, county and OMR 
regional office staff; and 

3. Follow up telephone interviews with a sample of families who participated in 
the initial mail survey. 

Each of these activities is described below. 

The Mail Survey 

The Sampling Plan 

In order to include the breadth of experiences of families who participated in the FDFSS 
program, a sampling strategy had to be developed that represented the entire state, 
reflecting the diversity of Pennsylvania in terms of its rural population and ethnic 
diversity . A two stage sampling design was developed, where in the first stage, two 
counties were selected from each of the OMR regions; one urban and one rural. 
However, it was decided by project staff that because of the large numbers of families 
participating in the FDFSS program from Philadelphia and Allegheny Counties it was 
necessary to ensure their representation in the study. There was an additional 
exception; the Southeast region does not include a county that is defined by the census 
as rural. Therefore, in the Southeast region an urban county, in addition to Philadelphia 
was selected for inclusion in the study. All 45 county programs were designated as 
either urban or rural, and then entered onto the computer and divided into regions. The 
computer randomly selected an urban and a rural county from each region. 



Once the counties were chosen, a second level of sampling occurred. Based on 
information provided by OMR, the number of families served by each county was 
identified. Using those numbers as a guide, decisions were made as to how many 
families to include from each county. If the county served large numbers of individuals, 
such as Philadelphia and Allegheny, 15% of the respondents were included in the study. 
In small counties, all families were included. In this two stage sampling strategy, large 
counties were oversampled in the first stage, and small counties were oversampled in 
the second stage, providing an equitable distribution of families across the 
Commonwealth. The number of FDFSS recipients and the number of individuals 
sampled in each county is presented in Table 1. 

After the number of families selected for inclusion in the study was determined for each 
county, a process was developed for the counties to conduct a systematic random 
sample of their FDFSS recipients. A letter was prepared by the Institute on Disabilities, 
advising counties of the number of individuals to be selected in total. In those counties 
where FDFSS recipients would be sampled, counties were told to take their entire 
FDFSS recipient list and take the Nth individual (based on the number we wanted to 
survey) and send a survey packet to that individual. 



Because we wanted to ensure confidentiality, the survey packets were sent out by the 
counties, rather than by project staff. In that way, only those families interested in 
participating in the survey became known to project staff. Each county was sent a 
package that included survey forms, an introductory letter to the families from Nancy 
Thaler, Deputy Secretary of OMR, a stamped, addressed envelope to return the form, 
and a letter from the Institute on Disabilities with instructions to the counties. 

Design Of The Survey Form 

The survey form was designed to gather information on those families receiving services 
and supports for their family member with mental retardation through the county Mental 
Retardation program. The services could include things like respite care, sitter services, 
homemaker services, specialized therapies, special foods, and others. The survey did 
not pertain to school services (e.g., special education) community living or adult 
residential services or adult day services. 

The survey form covered eight primary areas of inquiry, included 68 questions and was 
designed to take approximately 30 minutes to complete (See Appendix A). Descriptions 
of the six domains and the types of questions included within each follows: 

Family Opinion: This section included 46 questions designed to solicit respondents' 
opinions about their experiences with the family support program, including opinion 
on: 

• How the respondent is treated by the local family support program (seven items); 
• The information exchanged between the family and the program (eight items); 
• How much control the family has and the service planning process (17 items) 
• The supports received by families (14 items) 

Family satisfaction with program impacts: This one question is composed of 16 
sub-items to gauge the level of program impact on various aspects of family life. 

Your family and your family member: This section included: (a) seven questions 
about characteristics of caregiving families (e.g., county of residence, household 
composition, care responsibilities, family income, opportunity costs), and (b) four 
questions about the family member with mental retardation (e.g., age, sex, and level 
of assistance required). 

The services the family receives: In this section five questions are asked to 
acquire information on the sources of support utilized by families, including those 
offered by the family support program, government benefits, health services, and 
informal help. In addition, one of the questions asked that respondents indicate in 
what form (voucher, cash, services) supports are received from the family support 
program, and another asks in what form such support would be most preferred. 



Response to open-ended questions: This final section includes five questions, 
designed to solicit "open-ended" feedback from respondents. 

Distribution Of The Survey Forms and Response Rate 

1854 prepared survey packets were packaged by the Institute on Disabilities and 
distributed to families through the county programs. The packets included a letter from the 
Deputy Secretary of the Office of Mental Retardation to families to introduce the survey, 
and a pre-stamped and addressed envelope for respondents to return completed 
questionnaires to the Institute offices. 

To track the response pattern, each packet and survey form was given a number from 1-
9, to identify the responding county. Each of the returned forms was precoded to track 
return patterns and to simplify the data compilation process. Returned questionnaires 
first were screened to assess whether the information could be used. Survey forms were 
to be removed from further consideration if: (a) numerous questions were left 
unanswered or responses could not be understood, or (b) the family did not participate in 
the family support program. 

The number of families returning survey forms totaled 530 of 1854, a response rate of 
29%. Table 2 displays the response pattern by county. 



Following initial review, data from returned surveys were entered into a specially 
designed microcomputer data base and prepared for analysis through extensive error 
checks. A specialized data entry program was used to ensure maximum accuracy and 
efficiency by trained data entry personnel. Once the data was entered, SPSS PC+ 
statistics software was used in subsequent analyses. 

The Focus Groups 

During the week of June 9 -12, 1997 public 
forums related to Pennsylvania's Family 
Driven Family Support Service Programs were 
held in eight sites across the Commonwealth.1 

Meetings were held in Clarion, Greensburg, 
State College and Harrisburg, Bethlehem, 
Scranton, Philadelphia and King of Prussia. 
The forums were facilitated by John Agosta and 
Kerri Melda of HSRI, Celia Feinstein and Robin 
Levine of Temple University, and Fran Smith, a 
private consultant from California. 

The sessions were pre planned in coordination with regional OMR or county offices. 
Meeting announcements were sent out in advance by local organizations. All the 
sessions were designed to last about 2-3 hours and included the following: 

Overview of the Family Driven Family Support Services program; 

Breakout into small groups to discuss FDFSS strengths and weaknesses, and what 
might be done to improve the program. Two groups were established: (a) family 
members and advocates, and (b) FDFSS professional staff and other program staff. 
At two sites the number of participants was too few to allow for small group 
breakouts. 

Large group discussion where the findings of each group were described, compared 
and reconciled. The intent was to have each group consider the FDFSS program 
from the other's perspective, and to facilitate discussion leading to a joint commitment 
to improve the program. 

An agenda that was distributed at the meetings and used to guide the discussions is 
displayed on the following page. 



The Follow Up Surveys 

At the end of the mail survey, respondents were asked whether they would be willing to 
participate in a more in-depth survey. More than half of the respondents indicated that 
they would be willing, and provided their names and addresses at the end of the survey 
form. In an effort to obtain approximately 50 in-depth interviews, the respondents who 
were willing to participate were sorted by county. Seventy-three individuals were 
selected, assuring representation from each of the counties involved in the mail survey. 

Prior to selecting the sample, a group of individuals including project staff, OMR staff, 
families, FDFSS coordinators and county staff gathered to develop the in-depth survey. 
The survey protocol is included as Appendix B. 

Once the families were selected to participate in the in-depth surveys, data collectors 
were recruited from around the state, to conduct the interviews by telephone. All of the 
data collectors are parents of people with mental retardation; none of the data collectors 
collected data in the county in which they live or receive services. The data collectors 
were trained in a teleconference with project staff. Project staff were available 
throughout the process, to respond to questions that arose in the field. The following 
table displays the number of individuals selected for participation in the survey, as well 
as the number of responses received, by county. 



Of the individuals who did not respond, six changed their minds and were no longer 
willing to participate in the interview, 14 could not be reached after multiple attempts, 
one person moved and left no forwarding number, one person died, and four individuals 
had either had their phones disconnected or the phone numbers we had were incorrect. 



3. Results Of The Mail Survey 

Survey results are illustrated in three ways: (a) data tables listing frequency counts 
for all survey items; (b) figures depicting computed scale scores based on 
frequencies; and (c) a sampling of family responses to a series of open-ended 

questions. Appendix C contains a summary of these findings. 

Frequency counts and open-ended responses are fairly straightforward. Scale scores, 
however, allow us to look at a series of related survey items, and illustrate how families 
responded to a group of questions as a whole. Throughout the survey, clustered items 
were scored in ways that form scales. These scales then provide a unit of progressive 
measurement to assess the relative level, importance, or rank of some issue or property 
(e.g., satisfaction, impact on family life). An analysis of the findings is offered after all 
the data are presented. The illustration below provides an overview of the sequence in 
which figures will be presented: 

How Families Are Treated 

Families want to feel welcomed by service providers, supported in their decisions, and 
not pre-judged. They expect their opinions to be heard, respected, and acted upon. The 
first survey section investigated how comfortable families feel with their family support 
program and its staff. They were asked if program staff listened to, respected, and cared 
about their family. Listed below are data depicting how families responded to each 
specific question (Table A), followed by Figure 1 illustrating families' overall impressions 
with how "welcome and heard" they feel with their program. 



The Exchange of Information 

Information flows in two directions. Families need timely and up-to-date information 
about their family member's specific disability, about appropriate services and supports, 
and about eligibility requirements in order to make informed decisions. Service 
providers also need information about families. Below, Data Table B and Figure 2 
display how satisfied families are with how this exchange of information takes place. 



Having Control & Making Decisions 

Families want to have real control when it comes to making decisions about meeting 
their needs. This control and decision-making power happens while planning for their 
families' support needs, in making decisions about when and where meetings take place, 
what services are obtained, and at the program policy-setting level (e.g., on advisory 
councils or governing boards). Below, Data Table C and Figure 3 illustrate family 
responses to how much control and decision-making power they feel they have. 





The Supports Families Receive 

No two families are alike. Each family has unique needs, strengths, and preferences. 
Families want programs that offer a broad array of supports that can be flexible in meeting 
their changing needs. Data Table D and Figure 4, give family responses relating to their 
satisfaction with supports they receive 



Impact on Family Life 

When family support programs welcome and listen to families, connect families to 
information and supports, and incorporate families as decision-makers -- a program can 
effect families' lives in many ways. Data Table E and Figure 5 below show several 
potential impacts on family life and detail family responses. 



Demographic Information 

A selection of demographic data was also collected from families responding to the 
survey. The questions and family responses are detailed below. 







Services Families Receive 

Families were also asked a series of questions relating to the specific services and 
supports they receive from their family support program, and also from other formal and 
informal sources in their communities. 





Family Comments 

Finally, families were asked the extent to which their family support program meets their 
overall needs. Each of these questions was followed by an opportunity to explain their 
responses. 

A Sample of Family Comments 

Has your family received the help you expected to receive? 

• I was not able to use the remainder of funds allotted to my son because funds had to 
go to other emergencies. This has been hard to deal with. 

• Yes and no. We receive everything they've promised but we have been turned down 
for other things we've requested. 

• FDFSS allows for the extras - recreation such as swimming exercise programs, 
speech therapy, that we would have to think twice about. 



• Sometimes services were really good, but now today they aren't. I actually couldn't 
tell you who my caseworker is for my daughter. 

• Yes and no - be great if there were more recreation. Also, more respite available. 

Is there something more you need? 

• Raising my child with disabilities is a very trying and rewarding venture. I would like 
to know about extra-curricular activities for my son to keep him busy after school to 
help him obtain a full life and to help give me a respite. 

• The FDFSS is now out of money. This has put a hardship on my family because I 
cannot afford to pay for services my child needs. He is very hyperactive and has a 
lot of behavior problems that is very hard to deal with at times. He is ADHD. It is 
very hard getting sitters for him. I can't afford it either. 

• My son needs someone in the morning to help him bathe and dress and maybe shop 
for groceries. But living alone is what he really wants, desperately. 

• Reimbursement throughout the year for needs, i.e., item comes up in Mar.-Apr.-May-
June - told "no more funds to cover." What good is the program if your allotted 
amount of money is not available?! 

• Someone to be able to keep my daughter for a week or so for me to have a little time 
away from the stress of everyday dealing with the pressure. 

• Transportation would be nice. 

• More information on conferences for families regarding issues pertaining to MR -
conferences are held all over the state and parents are never notified. 

• I sometimes have difficulty finding a qualified person to stay with my son when I need 
to go out primarily in the evenings (meetings, choir practice, etc.). It would be nice to 
have a list of qualified persons to call on. 

• We feel a need merely to be kept better informed as to what services are available. 
We seldom if ever hear from our case manager as to programs/services that may be 
appropriate for our son. 

• There is a huge gap. Children receive services from birth to 18 years old and then 
our county has very little to offer our adults. I'm frightened for the future. 

• The cash instead of waiting for the voucher system to come through with the money. 

• More funds to hire a personal aide so that our daughter could be included in 
programs, be able to go to friends home, roller skating events, etc. Inclusive summer 
camps. Just to be able to enjoy the things other children her age get to enjoy. 



Do you have any suggestions for improving the FDFSS program? 

• I would like to have our parents meetings started up again. We used to have them 
on a regular basis but we haven't had one since September 1995. 

• A monthly newsletter or maybe a compiled book of services available. My son has 
been in the FDFSS programs for 8.5 years. I have throughout the years only heard 
about services via word of mouth from other families. Then I would call and inquire 
about the service. 

• I think transportation could be the help that many people are looking for, which would 
solve a lot of problems. We should not have to depend on family members. 

• They need more funds so families such as myself do not have to be faced with cuts in 
funding to us in need. It is very hard trying to meet his needs and my sanity when 
there are no funds available. My needs are just as important as others. 

• Please keep up the good work. 

• Need a network of "service" providers - as in a resource manual that our county is in 
the process of doing. 

• Before deducting money from a family because they are not using it, please call and 
find out why. We are having difficulty finding a sitter for respite and because of this 
we are not using our money. I am sure that next year we will have a decrease in our 
money because of this. I don't feel this is right! 

• This is a good program and it helps us very much. Some "rules" need to be ironed 
out and some universal decisions made. 

• Case workers change a lot. More experienced case workers and willing to get 
information. My son's case worker always has to ask her supervisor and it seems to 
take a long time to get an answer. 

• More money has to be allocated to FD/FSS. A lot of families are their own case 
managers but continue to see the county charge for that service even though they 
aren't using it. I would rather pay for case managers when I needed that service not 
automatically be billing the state because my child is on the books. Give the families 
choice in that area. I believe in natural supports and attitudes we need today for the 
supporters to make inclusion work and become a way of life. 

• We need to be able to provide able people to provide the services that will physically 
and mentally help the parents. To give them the cash is not enough if there is no one 
available to hire for the help most needed. They should have trained personnel to 
assist with self-help skills if needed. 



If you have anything else you want to tell us, please use the space below. 

• The attitude and caring of the workers is very important. Caring individuals help, 
even when they can't do anything tangible. 

• Funds have been very helpful in purchasing expensive educational toys for our 
daughter. They have also been beneficial for recreational activities and in obtaining 
a baby-sitter. It's a great program. It's nice to see our tax dollars going toward 
something so useful. 

• Funds have been made available and we are thankful that we can make the 
decisions on how to use them. I would suggest a quarterly reporting of funds used 
since the funds are received quarterly. 

• Our FDFSS program motivated my husband and I to have a guilt-free social life (no 
guilt as to how money was being spent on unnecessary baby-sitting). I feel this 
together time when our son was first born was one of the best things for our whole 
family. 

• Overall the FDFSS program has been an assist to my family. But because of funds 
being needed for emergency needs, it has placed a real hardship on my family. My 
well being and sanity depends on being able to get sitters for my son. I cannot afford 
to do this on my own and it really helped when I had the services available to me. I 
know I will get them back next fiscal year but three months of not having service can 
do more harm mentally not only to my son but to others in the household. 

• Overall we have been very pleased with the FDFSS program. It has helped 
tremendously, provided adaptive equipment that has helped us take care of our son. 
We do hope that such services would continue. 

• Without FDFSS funds we would not have any quality time with our other children 
because our special needs child takes a lot of attention out in community settings. 
With him going to respite every other month we have free time. Also with a care 
giver coming to our home for evening we have this luxury. 

• We really depend on our FD-FSS grant to "give us a life" and enhance our son's life 
too. I especially like the control I have in choosing services to meet his needs. I just 
always wish there were more funds - we budget very carefully. 

• Give us more freedom to use money to buy things for our family member that he can 
enjoy at home. Most of the funds must be used for services outside the home. We 
enjoy doing things as a family and don't use outside services. We lost most of the 
funds at the end of year; our son would like to use it for some fun things at home. 

• It is absolutely essential that MH/MR listen to families and increase funding and 
allowable services. Families who keep their disabled member at home are often 
penalized and overlooked as a priority - yet if they all decided to place their children 



the system would go under - help them do what they can to prevent placement. Make 
families the priority! 

• We think FDFSS is an outstanding program. Instead of providing services that we 
may never need, it allows us to determine our daughter's requirements and to satisfy 
them directly. It is regrettable such an excellent program has not received more 
support. 

• If it weren't for the FDFSS program, at times we would be lost. Having my son and 
husband both disabled has put a strain on our finances. As a result I have had to 
drop out of college and return to work. The support we receive enables me to 
continue to work. Even during crisis periods, i.e. when my husband is hospitalized or 
is having an attack and cannot watch the children. 

Summary Analysis 

The many Family-Driven Family Support Services programs have put a number of 
support options for serving families in place. Through this survey, there are a few basic 
questions that we have set out to answer. For instance: 

1. Who receives family support? 
2. What services do families use? 
3. How do families feel about their programs? 

Who receives family support? 

According to current policy, individuals with a diagnosis of mental retardation who are 
living either at home with their families or independently in the community are eligible for 
family support services. Results of the family survey provide us with the following 
descriptive information on families participating in the family support programs: 

Two thirds of the families responding (67%) consisted of two-parent households. 
Another quarter (25%) are single-parent households. 

Most families (54%) indicate that the individual's mother is primarily responsible for 
providing care, though 36% indicate that it is the mother and father equally. 

Most families (58%) had a total taxable income in 1995 of $30,000 or less. 

The individuals with disabilities being served range in age from a year old to 76 years 
old, though (34%) are 11 years old or younger. 

Over half of the individuals served require moderate to complete assistance in 
completing activities of daily living such as eating, bathing, grooming, movement 
within the home, and travel out of the home. 



While the great majority ( 5 9 ) seldom behave in ways that pose major challenges, a 
significant number do on a daily basis (20%). 

To meet the needs of the family member, most families (56%) report that someone in 
their household has given up a paying job, not looked for a job, or limited their job 
choice. 

While it would be unfair to generalize this scenario to all families, our initial findings 
clearly suggest that as a whole, most families now being served have a family member 
with fairly extensive caregiving needs, and are caring for their family member on a low to 
moderate income. 

What services and supports do families use? 

Families receive support through the FDFSS programs and also through informal 
personal and community networks. The figure below illustrates the percentage of 
families using various types of supports offered by the family support programs during 
the past year. For example, 51.7% of families used recreation services at least once 
during the past year, 
50.9 used a family 
aide or sitter 
services, and 41.9 
received respite care. 
As shown, while 
some supports were 
used by more 
families, families 
have taken 
advantage of the full 
spectrum of supports 
offered. 

Our findings show 
that families receive 
each of these 
supports either as 
direct services, by voucher, or through cash assistance. Most families (56%), however, 
prefer to receive direct cash assistance with which they can purchase the supports they 
need. 17% prefer to receive vouchers, and 26% prefer receiving direct services. 

Outside of the FDFSS programs, families indicate that the most significant sources of 
help are relatives (52%), live-in family members (40%), friends (38%), and professionals 
(31%). Nearly all families have medical insurance of some kind, and all have access to 



at least some of the other community support resources available (e.g., school services, 
SSI, specialized therapies, Medicaid Medical, service coordination). 

How do families feel about their programs? 

Survey respondents registered their satisfaction by responding to 46 different quality 
indicators. Overall, we found that families -- on average -- are greatly satisfied with the 
family support services they receive. Families do see room for improvement, however, 
and continue to seek, greater flexibility, diversity of supports, and control over the 
services and supports they receive. 

Satisfaction is greatly determined by the relation between one's expectations for a 
service, and one's perception of the services that are actually received. On a statewide 
level, survey activities show that most families are indeed very satisfied with the services 
and supports they personally receive. As is shown here, families on average rate their 
family support programs as very good or excellent. The area in which families are most 
satisfied is in feeling that program staff welcome and listen to families, and respect their 
opinions. Additionally, they are also quite happy with how their family support programs 
support them while exchanging information, planning and making decisions, and in 
getting the supports they need and prefer. In judging the results or family outcomes 
overall, the average score is slightly lower, but this can be expected as it takes time to 
make substantial impacts on the lives of families with significant caregiving needs. 

Each of these category ratings (e.g., Feeling Welcome and Heard = 85) is derived from 
taking the average scale score (mean) for each category and adapting them to a 100-
point scale for comparison. 

Overall, this survey's results demonstrate that families are happy with the supports they 



receive. The people involved with family support in Pennsylvania should feel very proud 
of what they have been able to accomplish. But family support, by its very nature, is 
constantly undergoing change. As the strengths and needs of families and communities 
change, family support must be ready and prepared to respond in ways that correspond 
with the values and principles of Pennsylvania's citizens, and demonstrated best 
practices throughout the country. 

This survey validates, to some extent, what many involved with the Family-Driven Family 
Support Services programs have known for some time. Family support, when families 
are given considerable control over the supports they receive, can be an accessible, 
effective, flexible and responsive approach to meeting the needs of families caring for a 
loved one with mental retardation at home. 



4. Results of the Focus Groups 

The mail survey findings provide a wealth of information about the FDFSS system, 
with much of data shedding favorable light on the program. Focus groups, 
however, have potential for viewing the program's strengths and weaknesses from 

varying perspectives. Family members and program staff were encouraged to attend the 
focus group meetings and speak candidly about the programs and what might be done to 
improve them. The separate discussions held among parents and professionals yielded 
information about the programs that was not always favorable, and provided both groups 
-- when brought together - an opportunity to consider means for improving the program. 

Eight public forums were held. What follows are the general impressions of the project 
team based on their facilitation of each meeting. Note that these are generalizations, 
and conditions vary between programs and often within counties. 

On the Bright Side 

There is a general feeling that the programs are helping families. Families do 
not want to lose the program. They want the programs to grow, both in size and in 
quality. 

The philosophy of FDFSS is permeating the design and intention of supports 
and services in Pennsylvania. This is evidenced by the goals and objectives of the 
OMR Multi-Year Plan. 

FDFSS program staff are generally good and caring people. Staff are working 
hard to deliver needed supports to families. To a significant extent, FDFSS program 
staff are connecting people with needed resources. 

Families are generally modest in what they ask for. Many are satisfied with the 
modest allocations they are offered. 

The Family Support Councils that exist take their work very seriously. Councils 
are working hard to make the best decisions they can to assure, that at the local 
level, the FDFSS program is effective. 

Creative approaches to helping families are being utilized. Programs typically 
seek to utilize FDFSS resources as a "last resort." Some program staff are 
extraordinarily innovative at identifying available community resources to assist 



families. Others show creativity in altering their program routines to make them more 
efficient or to relieve staff and family stress. 

On The "Challenging" Side 

The FDFSS Coordinators role has been diluted. Originally there were FDFSS 
coordinators for whom this was a primary job. This is no longer true in some counties 
where there has been a move from a direct service to a supervisory (troubleshooting) 
role. In other instances, the FDFSS Coordinator is a generic case manager utilizing 
FDFSS as another source for funding supports to individuals. 

Programs vary from county to county, with some counties clearly undercutting 
the original spirit and intent of FDFSS. Once approved to deliver FDFSS services, 
county programs have generally gone their own road. In a few instances, the county 
FDFSS program has ceased to function within the principles of the FDFSS initiative. 

There is a growing emphasis on using Medicaid to pay for services, raising 
concern over maintaining program flexibility. Much of FDFSS spending relies on 
state and county resources. Tying into Medicaid funding, however, offers a means for 
expanding program budgets. Yet this tactic is not so easily applied to FDFSS 
services and there is the risk of losing some of the program flexibility promised by 
FDFSS. In addition, in some instances this is happening with little information or 
incorrect information about implications and ramifications. This is particularly true 
where families are switched from FDFSS to in-home waiver supports. 

FDFSS programs generally distribute help within a "needs-based" framework. 
With just a few exceptions, the programs use a "needs-based" protocol for 
determining who gains entrance to the program and/or the amount of a family's 
allocation. Programs often use a questionnaire of some sort to rate or score family 
circumstances; the greater the score the greater the allocation or the chance of 
receiving help. Programs do not use the same protocol, each program having 
developed their own. This approach encourages competition among families for 
resources, and places greater power in the hands of program staff. Moreover, as 
program demand increases, so does the competitive intensity. 

In a few cases, programs use "random selection" practices and/or a set allocation per 
family to distribute resources. These tactics eliminate the competition among families 
and reduce the power wielded by program staff. However, the approach cannot 
guarantee that the families most in need will be selected or that families will have 
access to all the support they need. The exception to this framework is in those 
counties that have decided that everyone should get something - this is a problem in 
whether the FDFSS funds can really make a difference. In general, there is a lack of 
consistency in how money is allocated. 



Many areas report the demise of the family advisory councils. People report 
that in several counties family advisory councils no longer exist or have been 
sufficiently weakened due to a lack of mission and purpose. 

FDFSS programs have modest budgets and have not had significant budget 
increases in years, yet program demand continues to rise. All the programs are 
faced with a common dilemma: too few resources to accommodate too much (and 
growing) need. The dynamic has led most programs to cut back on the average 
annual family allocation and to intensify the want to help only those families who 
"really need it." We often heard that program staff must distinguish between "needs" 
and "wants." Of course, in making such distinctions program staff place themselves 
before families as chief decision-makers. 

The timing and availability of funds seems to conflict with family choice and 
self-determination. If you are efficient in the use of money, you often receive less 
financial support. Families who want to use FDFSS as end of the year back-up 
sometimes find that there is no money left. 

Programs are defined and limited by regulations, yet have become masterful at 
working around them. Program regulations were meant to guide the actions of 
FDFSS programs. Over the years they have come to limit what programs can do to 
support families. Program staff have, however, discovered innumerable ways to get 
the families the help they need, regulations or not. As a result, the regulations 
become an arbitrary barrier, utilized or worked around depending on the will and 
creativity of local program staff. Exceptions have become the rule with many 
supports offered considered as innovative, and taking an extraordinarily long time to 
approve. 

FDFSS programs expend extraordinary administrative energy to manage 
modest family allocations. In the areas visited in the Western and Central parts of 
the state, the annual family allocation amounted to about $500-$700. Yet the 
administrative time spent to manage this money easily exceeded the amount of the 
allocation. Consider that generally for a new family: 

• Families need to visit with a case manager and perhaps a family support worker 
afterwards. Workers will travel to the family residence if desired (this amounts to 
at least two meetings with staff with the potential of paying additionally for staff 
travel time and mileage). 

• Families typically fill out a form that must be scored by program staff. 

• Program staff meet to determine the allocation for each family in relation to the 
family test scores and all other families. 

• Families are informed of their allocation and guided over how to use it. 



There is the impression that the commitment from OMR has changed. 

In comparison to the overall OMR budget and other specific programs funded by 
OMR, FDFSS receives too little money for OMR to provide the needed amount of 
attention and direction. 

Comparison to National Trends 

The programs are more "child centered" than "family centered" family support. 
That is, the supports offered focused much more on the needs of the child with 
mental retardation than on other family needs. 

Family needs (such as, assistance to help a parent get to work, family counseling) 
are not generally approved. Likewise, requests that may benefit others in the family 
in addition to the child with disabilities (e.g., purchase of a television or air 
conditioner) are also typically met with disapproval. Although it is argued that a 
service like respite is meant to give relief to family caregivers, the service is centered 
around the child with disabilities. Technically, the respite worker cannot provide 
respite to the child's brothers or sisters. 

The programs are not strongly family-driven, both at the individual and systems 
level. At the individual level, there is the consistent claim that families get "what 
they need." There are four factors that undermine this position: 

a) the meager annual allocation per family, averaging between $500-$700 per 
family in many of the areas visited; this is not enough money to make a 
difference in the lives of families and is significantly lower than other programs 
across the country (Illinois, for example, grants families $5616 per year in its 
family support financial assistance program), 

b) program rules and regulations that channel family demand for supports or 
services that may be approved, 

c) arbitrary local decision-making that leads to wide variance in what is 
approved or disapproved from county program to county program, and 

d) an overwhelming sense of accountability to taxpayers and the system to 
provide only what is really needed and not more than the average family next 
door. 

Overall, at the individual family level a great deal of responsibility (and control in 
decision-making) rests with the case manager and/or family support worker. Yet 
these individuals typically have high case loads and do not often visit with families. 
As a result, they fail to establish meaningful rapport with families, further reducing the 



help delivered by the program to a mechanical paper processing routine, rather than 
a support presence in the family's life. 

At the systems level, the membership of family support councils has eroded, and the 
participation of the Councils in program decision-making is uneven. These 
circumstances have pushed greater responsibility on the program staff for making 
decisions about the program. Moreover, even when a Council is functional, turnover 
may be high so that it is difficult for the Council to maintain a strong driving role in the 
program. The diminished role of the Council also reduces the likelihood of a 
secondary gain for members to partake in an opportunity to develop leadership skills. 
This issue of leadership development is recognized on a national level. 

FDFSS programs focus little on the potential use of informal or natural support 
systems. Program staff have little or no time to develop natural support systems for 
families, either at the community (e.g., little league, Scouts, churches, clubs) or 
neighborhood (e.g., neighbors, extended family) levels. As a result, the programs 
focus exclusively on managing the modest family allocations, assuring that the funds 
are judiciously expended and accounted. Creativity has diminished due to waning 
support from mid-mangers resulting in a preponderance of requests for respite care 
rather than other supports. 

FDFSS program staff receive little training related to best practices in family 
support. Over time FDFSS staff have not received sufficient training to develop 
skills related to "positive help-giving", or the technical assistance to help programs 
overcome the administrative challenges each program faces. Nor is excellence 
regularly acknowledged and held high for all to see. These circumstances result in 
failure to develop a statewide "culture of excellence" related to family support. 
Certainly some amount of program variance is desirable, owing to geographic 
differences and the desire to promote local innovation. Yet the present variance 
seems less a product of well conceived innovation, but more the result of unguided 
wandering in response to limited budgets and growing service demands. 



5. Results of the Follow Up Interviews 

Two types of results are shown. First, data tables are displayed to list the frequency 
counts for any interview questions where the results could be tabulated. Second, 
findings resulting from open ended interview questions are provided. 

Figure 16 offers additional information concerning the relationship between the family 
respondents and FDFSS workers. Findings show that the respondents generally have 
been involved with FDFSS for several years (median = 54 months), and that case 
managers and FDFSS coordinators do turn over, though not terribly frequently. Most 
respondents (82%) also report their needs are addressed "in a helpful way". Of special 
note is the relationship between the case manager and FDFSS coordinator. For nearly 
half the respondents (21 of 44 or 48%), the FDFSS Coordinator and case manager is the 
same person. 





Figure 17 displays information related to the exchange of information between FDFSS 
program and families. It is of interest to note (Figure 18), that newsletters and case 
managers rank as the most frequently cited sources of information about the program. 



Figure 19 focuses on results related to FDFSS Family Advisory Committees. Generally, 
the findings illustrate that the family respondents have little awareness of or 

involvement with these committees (Figure 20). 



Figures 21 and 22 focus on the control families have over services and supports they 
receive from the FDFSS. Overall, the findings generally illustrate that families know how 
to go about asking for and receiving the services they want. Of special note in Figure 
22 is a finding related to the receptivity of the community to families that include children 
with disabilities. As shown, 21 of 46 say that the community is "very receptive", while 
only 3 say that the community is "not at all" receptive. 



Figure 23 focuses on results related to means of service delivery. Of the three options 
(cash, vouchers, direct services), the most frequently used option is cash (26 of 53 
responses or 49%). Most (23 of 46 respondents or 50%) prefer cash payments, with the 
remaining respondents split between vouchers and direct services. Of note is the finding 
that most respondents (34 of 45 or 76%) say they would be "completely comfortable" 
with managing a sizable cash grant that goes beyond FDFSS (e.g. residential or 
vocational). 



Figure 25 is related to the results of the FDFSS program. Most (28 of 46 respondents or 
61 %) say that the county OMH/MR office is "somewhat" or "very helpful" in meeting their 
needs, with 17 or 37% saying that the offices are "very helpful" (Figure 26). Most (29 of 
37 or 78%) also believe that FDFSS program is "valued by the county office." 



6. Concluding Thoughts and Recommendations 

Since the program's inception in 1987-1988, 
over 10,000 families have received Family 
Driven Family Support Services in 

Pennsylvania. Indeed, this program is much 
appreciated by many, and aside from its statewide 
appeal, it has acted as a model for planners in 
other states. To help expand on this tradition of 
excellence, this evaluation effort provides a 
wealth of information on the program related to 
the demographics of those served, underlying 
program dynamics, and opinion on what could be 
done to improve the program. 

The findings, however, did not yield a consensus 
view of the FDFSS program, an outcome that 
makes interpretation of the findings difficult. 

The mail survey, for instance, resulted in mostly positive findings where one might 
conclude that the great majority of families have high regard for the FDFSS 
program (See Chapter 3 and Appendix C). 

In contrast, the focus group forums held across the state with family members and 
professionals generated a more disapproving perspective in terms of both 
program policy and practice (See Chapter 4). 

Finally, the follow-up interviews yielded findings that were more consistent with 
the mail survey, offering a more positive view (See Chapter 5). 

Based on these findings, it is clear that the FDFSS programs does a great many good 
things to help families throughout the state, but that in other ways the programs can do 
better. 

Before proceeding, it must be recognized that -- fundamentally -- the family support 
business is based on localized decision making, with the county serving as the chief 
administrator of the FDFSS programs. At each FDFSS program, information is collected 
on families to bring some level of objectivity to the process, but the forms used and 
procedural protocol vary by program. Ultimately, case managers and FDFSS service 
coordinators, though guided by regulatory rules and procedural protocol, must act on 
requests made by individual families, decisions that inevitably require that judgments be 



made about families. In the end, nearly all aspects of the FDFSS system, from program 
admittance, level of need determination, funding allotments, and service delivery are 
driven by local decisions and judgments. These conditions, over time, promote variance 
in decision making both within and across counties, an outcome that brings both 
beneficial and undesirable results. 

This challenging business is made more so by the need to keep pace with evolving ideas 
about what constitutes "best family support practice" and the inevitable impact of larger 
trends in the field (e.g., concern over funding and waiting lists, the push for system 
reform to emphasize self-determination). In specific, programs feel continual stress 
given increasing service demand in the face of relatively stagnant budgets. 

All these factors -- a program dynamic that encourages increased statewide program 
variance, changing ideas about best practice, and larger system trends -- greatly 
complicate the family support process. Still, the Pennsylvania Office of Mental 
Retardation must stand committed to its mission and seek to improve the FDFSS 
program over time. To succeed, OMR must finds ways to guide policies that are decided 
and implemented within county-based systems. 

Certainly, the Commonwealth and OMR in particular, are already engaged in actions 
dedicated to improving services for people with mental retardation. The Governor's 
1997 "disability agenda" articulates a variety of policy goals "to eliminate barriers and 
mitigate obstacles so all persons with disabilities are afforded the opportunity to be as 
productive as possible and fully participate in society." 

Likewise, OMR's 1997 "Multi Year Plan" describes a broad plan to: (a) restructure the 
service system to one that is consumer driven, values based, outcome oriented and cost 
efficient, and (b) realign existing resources to meet the needs of those on the waiting list 
while maintaining necessary supports and services for those currently receiving them. 

In this context, this evaluation suggests a number 
of additional actions that OMR could pursue to 
improve the FDFSS program. What follows is a 
series of recommendations related to the primary 
findings and analysis provided in Chapters 3-5. 
These recommendations are fully consistent with 
OMR's Multi Year Plan, and are tied to five core 
areas: (a) a commitment to excellence, (b) 
increased funding for FDFSS programs, (c) 
action to revitalize a vision driven FDFSS 
culture, (d) investment in information 
exchange among all FDFSS constituencies, and 
(e) supporting emerging best practices. 



OMR, County FDFSS Staff and Participating Families Must Commit to 
Excellence in FDFSS Policy and Practice. 

This sounds like a simple recommendation to follow, one that most would argue is 
already embraced and put to work daily. Excellence, however, is not a condition that 
programs achieve and put to rest. Achieving excellence is an evolutionary process. 
It requires that individuals re-examine standing agency policies and practice 
continually, and alter these as needed to make sure that program actions stay true to 
the FDFSS vision and consistent with "best practices." 

To succeed: 

OMR must renew and affirm its Vision for effective family support. OMR already 
has a strong position to underpin its family support policies. The agency has 
consistently articulated that: 

* Its mission is to promote, improve, and sustain the quality of family life. 

* The basis of this mission is that the family is the primary unit for nurturing, 
emotional support, economic support, socialization, and care of its members, 
including those with mental retardation, and 

* County mental retardation programs should acknowledge and enhance the 
role of the family as the primary responsible unit for caring for members with 
mental retardation and should assist families in providing a supportive, 



nurturing environment so that out-of-home 
placements are minimized when the family 
chooses to continue to provide care at 
home. 

Further, with specific regard to FDFSS 
programs, OMR has indicated that the 
following principles must be used to guide 
operations: 

Families must be directly and meaningfully involved in planning, implementing, 
monitoring, and evaluating the provision of supports to them; 

Families must be consistently educated about which services exist and are 
available initially and throughout the project; 

Human services should be guided by a clearly stated mission and purpose; 

Local community resources and informal supports typically used or available 
to all members of a given community should be used to the extent feasible to 
avoid duplication or the creation of another layer of specialized services; 

Service delivery should promote client growth and development, and result in 
family/client satisfaction; 

The family's strengths should be identified and family supports should then 
build on these existing sources of support; 

These principles are all generally accepted by family support advocates and 
professionals throughout the state. Still, after 10 years of operation and steady 
expansion across the state, the factors noted above have taken their toll. The 
result is significant variance in policy and practice across counties, a 
circumstance that will persist and grow stronger as each program seeks to cope 
with these factors in its own way. Certainly, some amount of program variance is 
desirable, since programs can be tailored to local preferences and test various 
innovations. Yet, the evaluation findings -- especially the focus group findings --
present evidence that local programs have "lost their way" (See Chapter 4), 
suggesting that the existing OMR vision no longer fully guides local policy and 
practice. 

Within a context of systems change, time must be taken to re-examine the OMR 
family support vision, and to contrast this vision with standing FDFSS culture and 
practices. Such action is consistent with the OMR Multi Year Plan which calls for 
system reform that is consumer driven and values based. 



This process may well result in a renewed commitment to the vision, but with 
some clarifications (small or large) made to illustrate the changes that must be 
pursued to make local FDFSS actions ever more consistent with the stated vision. 
Yet, change can be an unsettling concept for many, and so it is essential that 
OMR maintain a clear purpose of where it is headed and to what end. 

OMR should host a statewide meeting of county FDFSS programs and 
participating families to re-affirm the FDFSS vision and mission. At such a 
meeting OMR should take the opportunity to: 

revise -- as warranted -- the existing FDFSS guiding principles and assure 
that each FDFSS program is in agreement with the finalized vision. 

encourage county FDFSS program staff to reflect on these evaluation findings, 
taking ownership of the strengths and weaknesses uncovered, and accepting 
the challenge to make needed changes. 

State OMR must play a stronger leadership role in FDFSS. OMR must "set the 
tone" and invest energy and resources accordingly. It is recognized that the 
FDFSS programs are county administered and that OMR lacks commanding 
authority over the local programs. Yet, OMR can still greatly influence local 
operations. The meeting noted above is a start, but as illustrated by subsequent 
recommendations, numerous other actions could be taken. 

While OMR must play a stronger leadership role, local FDFSS staff need not wait 
for OMR to act. "Leaders" exist throughout the state, and in fact each individual 
associated with the FDFSS programs has a capacity to lead by example of their 
own actions. Aside from the actions taken by OMR, local FDFSS staff can act to 
change policies and practices within their own programs. 

OMR should commit to increase funding for the FDFSS program. 

The FDFSS programs have been operating over the years with a relatively static 
budget, even while the number of families seeking support has increased. Stagnant 
budgets and growing demand is a deadly combination. The FDFSS programs are 
trying hard to cope with these circumstances. None want waiting lists and so they 
must find means to spread the existing resources further. As a result, programs often 
pursue policy and practice that is at odds with the stated FDFSS vision and guiding 
principles. 

Programs, for example, have steadily reduced allowable annual funding allotments 
per family. During our site visits we found annual allotments across counties ranging 
from less than $500 to about $1,800 per year. In some instances, one can question 
whether the help makes much of a difference. 



In addition, most programs scrutinize family needs with ever increasing care, 
promoting competition among families for scarce resources where those 
demonstrating the greatest need win out over others. While programs typically use 
paper and pencil questionnaires to "objectify" family needs and set funding 
allotments, this practice fails to build on family strengths. Instead, from the start, 
family assessment and planning places value on dysfunction over function. 

Staff may also attach great importance to distinguishing between family "needs" and 
"wants." Subsequently, case managers or FDFSS coordinators routinely must render 
an appropriate judgment, where family "wants" typically go unfunded. 

Making matters worse, the effort taken to administer these and other cost conscious 
routines itself takes staff time, and so costs money. It also takes time away from 
other important program functions. Few programs, for example, exert vigorous effort 
at developing informal community resources for families. 

To help alleviate the pressures that contribute to such policy and practice, OMR must 
take action to increase the funding for FDFSS programs. 

The State OMR should include a significant increase for FDFSS in its upcoming 
budget reguests made to the Governor and/or the state legislature. 

State and County authorities should continue their careful exploration of utilizing 
Medicaid financing for FDFSS. By utilizing Medicaid, existing state or county 
resources can be matched for federal reimbursement. As a result, the existing 
resource base can be stretched much further. While attractive from a fiscal view, 
Medicaid will come with a variety of federal and state requirements that may be 
inconsistent with FDFSS principles. To resolve such issues, changes in the 
existing state HCBS waiver may be needed, although tradeoffs in guiding 
principles must be weighed against the promise of additional funds. 

OMR should act to revitalize the prevailing culture surrounding the FDFSS 
program. 

Any organization has among its staff shared experiences, assumptions, values and 
procedural protocol formal or not -- that lead to patterns of behavior. The 
FDFSS program also has an underlying culture that influences policy and day-to day 
behavioral patterns. This culture may well resonate with the current FDFSS vision, 
as well as its standing rules and regulations. But more than that, the prevailing 
culture reflects the attitude and beliefs that FDFSS staff bring to their work, affecting 
how staff interact with families and respond to family needs. 

Consistent with any renewed sense of vision or action, a complementary learning 
culture for the desired changes must be established. Beyond setting a vision for 



FDFSS or enforcing its associated rules, OMR must also act to influence this 
underlying culture. By doing so, OMR may guide -- not direct -- local operations. 

Regulations governing FDFSS should be re-examined, and potentially eliminated 
and replaced with performance standards. Present FDFSS regulations are meant 
to guide local operations. In practice, however, FDFSS staff have learned to 
"interpret" these regulations as needed. For instance, the regulations specify 
what services FDFSS funds can be used to purchase. Yet the evaluation staff 
discovered significant variability in how these regulations were applied across 
counties. On one hand, local creativity in applying the regulations may be 
applauded. On the other hand, such variance greatly frustrates families and 
inevitably shifts decision making power from the family to potentially capricious 
FDFSS decision makers. 

At the least, OMR should re-examine the standing regulations, seeking to make 
them more consistent with: (a) emerging practices in family support, and (b) 
prevailing best practices already in place in FDFSS programs. Such action 
would be consistent with the OMR Multi Year Plan to pursue needed regulatory 
reform. 

As an alternative, OMR should consider doing away with FDFSS regulations 
altogether, relying entirely on its guiding principles and stated performance 
expectations. This approach would eliminate the "creative interpretation" of 
regulations that programs pursue, placing strong emphasis on a general way of 
doing things (the guiding principles) and on outcomes. This approach is 
consistent with the OMR Multi Year Plan where OMR states its commitment to 
developing reliable standards and measures for monitoring system performance. 

FDFSS programs should be certified with the new standards - with a loss of 
certification possible. At present a county may establish a family support program 
and gain "FDFSS" status from OMR given that certain criteria are satisfied. Once 
the status is granted, however, the county program keeps it, regardless of its 
performance. 

OMR cannot dictate local county FDFSS operations, nor can it easily reduce or 
eliminate funding that it has committed to a county FDFSS program. But it can 
judge the performance of the FDFSS program and remove its "FDFSS" 
designation if the program fails to perform in ways consistent with the FDFSS 
principles or expected outcomes. 

In demonstrating its commitment to FDFSS principles and its willingness to play a 
strong leadership role, OMR should set a clear standard for what an FDFSS 
program is and what it is not. Subsequently, OMR should annually certify 



programs as FDFSS only if they have met the standards. This recommendation is 
consistent with the approach taken in the OMR Multi Year Plan where a 
restructuring of the state - county relationship was explored to establish where 
specific outcomes and performance standards would be set for counties. 

The Peer Review process for FDFSS programs should be re-established. A peer 
review process tied to FDFSS was previously employed in the state, but was 
terminated. The peer review process where family members and FDFSS staff 
work together to review FDFSS programs should be re-established and linked 
directly to the standards set by OMR for FDFSS programs. This action is 
consistent with the OMR Multi Year Plan which calls for development of 
independent teams at the local level to monitor the quality of services delivered by 
county systems. 

The statewide family support advisory committee should be re-established. For 
years a statewide FDFSS advisory committee met to guide the development and 
expansion of FDFSS programs across the state. The committee was disbanded 
recently. 

OMR should consider re-instating this committee to help re-establish a vibrant 
learning culture that is consistent with the FDFSS vision and guiding principles. 
The committee could help shape state OMR family support policy, help to 
evaluate local programs for purposes of determining their FDFSS status, 
coordinate needed staff and family training, or coordinate a statewide newsletter 
on FDFSS. Such action would be consistent with the OMR Multi Year Plan which 
places a high regard on the need for service recipients to be a part of the decision 
making process that effects them. 

The very existence of local Family Advisory Committees (FACs) should be re­
examined. One key principle tied to FDFSS states that "families must be directly 
and meaningfully involved in planning, implementing, monitoring, and evaluating 
the provision of supports to them." Given this tenet, the development of local 
family advisory committees to guide FDFSS policy and practice seems essential. 

Yet, though there were exceptions, this evaluation found that FACs across the 
state are experiencing great difficulty by way of reduced membership, trouble with 
recruiting and shortened tenure. There may be any number of reasons for the 
problem (e.g., ambiguous or unclear mission for the FACs, insufficient 
compensation for FAC members). But regardless of the reasons, the impact on 
the FDFSS programs is undesirable. 

Where FACs are weak or inoperable, policy or program decisions that would 
ordinarily tie back to the FAC are left to staff. In addition, family members who do 



serve on their FAC may do so with little instruction on what constitutes best 
practice in family support. 
Inevitably, OMR must decide whether or not the local FACs are essential to the 
FDFSS system. If they are, then OMR must take steps to understand why the 
FACs are troubled and to re-establish a strong FAC presence throughout the 
state. This would involve a significant investment to: (a) establish a clear mission 
for the FACs, (b) recruit families to participate in FACs, (c) provide training on 
family support practices to the families on FACs, (d) compensate FAC members 
(e.g., travel, child care) for their participation. 

OMR must invest in information exchange involving families and 
FDFSS staff. 

Consistent with an affirmation of vision and culture for FDFSS, OMR must also 
promote a vibrant exchange of ideas associated with the program. OMR should 
implement means to: (a) inform families and staff statewide about "best practices" in 
family support and promising FDFSS activities across the state, and (b) promote 
interactions among family members and FDFSS staff. 

OMR and local authorities must invest in continued staff training and technical 
assistance. While this evaluation did not directly explore the training received by 
case managers and FDFSS staff, it became clear that these staff received little 
direct training related to best practices in family support. 

In establishing a strong culture for FDFSS, OMR should establish a training 
program for local staff to cover best practices in family support and its emerging 
trends. Such training will - over time -- increase the quality of the services 
offered. One key topic, for instance, where staff indicated a need for training 
concerned the use of informal supports for families. Training in this area would 
be consistent with the OMR Multi Year Plan which calls for a shifting of priorities 
for resource allocation from facility based programs to services that build on 
natural supports. In addition, aside from establishing a sound learning culture for 
FDFSS, consistent staff training may also help to reduce the variability in program 
design that is apparent across the state. 

OMR should act to: 

• Establish a statewide FDFSS newsletter for family members and staff alike to 
exchange information on family support in the Commonwealth. 

• Establish a website (or build on an existing OMR website) dedicated to family 
support in Pennsylvania. 



• Establish a learning track at the well attended annual "Everyday Lives" 
statewide conference that is dedicated to family support. 

• Conduct periodic regional family support meetings to provide information on 
family support and exchange ideas on how to improve the FDFSS system. 

OMR should encourage FDFSS programs to explore practices that are 
consistent with emerging best practices in family support. 

Included in these efforts should be increased advocacy on behalf of: 

Direct cash assistance - 56% of the families surveyed in the mail survey indicated 
that they preferred that support be delivered to them in direct cash payments. In 
the follow-up surveys, 50% of the respondents indicated a preference for cash 
rather than vouchers or services. In addition, 76% of the families surveyed in the 
follow-up surveys said they would feel completely comfortable managing a sizable 
cash grant that goes beyond FDFSS (e.g. to purchase residential or vocational 
supports). 

Given that families are satisfied with direct cash payments, and many would be 
willing to manage a larger cash grant, it is recommended that OMR develop a pilot 
project, where families would have the opportunity to manage a more substantial 
grant. The researchers are ware that such an effort is being undertaken through 
the Robert Wood Johnson self-determination project. It is recommended that 
some of these families be included in such efforts. 

Informal and community generic supports - early in the pilot projects, great 
emphasis was placed on the role of the resource developer/resource coordinator. 
It was the role of that individual to assist in developing community generic 
resources. As funds became more scarce and the FDFSS coordinator and in 
some counties, the resource developer were given additional responsibilities, the 
role of developing informal and generic supports dissolved. The individuals 
currently charged with the responsibilities of FDFSS coordination have little time 
and often no expertise in helping families develop their informal support networks 
and in teaching families strategies for accessing community generic resources. 

It is recommended that OMR recommit itself to helping families develop informal 
supports by providing training opportunities for families and for FDFSS staff 
around the development of informal support systems (babysitting Co-ops, etc.) In 
addition, continued importance should be placed on the role of resource and 
support development by the FDFSS staff. 

Family support consultants - early on in the pilot projects, counties developed 
positions called FDFSS coordinators. As time has progressed, many counties 
have had to assign additional duties to the FDFSS coordinators, primarily as a 
result of budget shortfalls. As a result, the role of the FDFSS coordinator is often 



one of several roles held by a case manager. It is our recommendation that 
although the FDFSS coordinator may have additional obligations, s/he must be 
able to fulfill the job of family support consultant. The basic requirements of family 
support consultants are: small enough caseloads to have an impact on the 
families supported (not more than 50) and adequate knowledge about family 
support services, community generic services and the development of informal 
supports to be able to guide families through the process of plan development 
and implementation. 

Concluding Remarks 

Aside from the several positive findings 
concerning the FDFSS programs, this 
evaluation -- rooted in the want to improve 
family support services -- emphasizes the 
things that OMR can do to improve the 
FDFSS system. 

These findings and the resulting 
recommendations are offered as part of the 
groundwork being laid by OMR to improve its 
entire service system -- to maintain and expand its commitment to excellence. 

These recommendations collectively call for OMR to alter how it does business. Among 
other things, we call for: (a) a reaffirmation of the guiding FDFSS vision and its 
associated principles, (b) increased funding, (c) revitalization of the prevailing culture 
surrounding the FDFSS program, and (d) investment in information exchange involving 
families and FDFSS staff. We call for an altered approach to FDFSS programs, one that 
reaffirms OMR's commitment to enable and empower service recipients. And we call for 
vigorous collaboration with many, including state OMR staff, county staff, FDFSS workers 
and family members. The direction these and other recommendations suggest will test 
OMR over the coming years. After all, change is not a concept organizations generally 
embrace with enthusiasm. The idea of change can easily be undercut by an absence of 
any urgency to change, active resistance from skeptical staff, or simply the numbing 
passage of time. 

In the end, we hope that -- at the least -- this report provides a basis for OMR and 
others in Pennsylvania to discuss what must be done to improve the current response to 
family needs and to improve the FDFSS program. Indeed, this work -- as evidenced by 
OMR's Multi year Plan -- has in some ways already begun. At the most, we expect that 
this report will serve as an impetus for concrete action at OMR to improve FDFSS 
programs in Pennsylvania. Given OMR's continued commitment to excellence, we fully 
expect that it will. 



Appendix A: 

The Mail Survey Measure 



Survey Of Program 
Participants 

Across the nation, there is a growing network of families 
promoting changes in how family support is offered. This survey - based on principles developed by 
families across the country -- and in Pennsylvania - is for you to use in evaluating the quality of 
supports offered to you, and improving your family support program. 

We expect it will take about 30 minutes to complete this survey. The form will help you and us to collect 
information on: 

A. How you are treated by your family support program; 
B. The information exchanged between you and the program; 
C. How much control you have and the service planning process; 
D. Your satisfaction with the services you receive; 
E. The impact of the program on your life; 
F. Your Family and your family member; 
G. Other services your family receives; and 
H. Various comments you may have about the program. 

Before beginning, please keep these pieces of information in mind: 

The term family driven support services program {FDSS program) is used throughout the survey. 
For you, this refers to the services and supports your family receives through your county Mental 
Retardation program for your family member with mental retardation. The services could include 
things like respite care, sitter services, homemaker services, specialized therapies, special 
foods, and others. This survey does not pertain to school services (e.g., special education), 
community living or adult residential services or adult day services. 

Also, the term family member refers to the person with mental retardation living with you at home; 

Remember that your answers will be kept strictly confidential. If you come to a question that you feel 
uncomfortable answering, skip it. However, for us to get complete information, it is very important that 
you try to answer each question as accurately as you can. 

When you have completed the questionnaire, please return it to us in the enclosed pre-addressed and 
pre-stamped envelope. 
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Appendix C: 

Research Brief Regarding 
The Mail Survey 



Selected Survey Findings Related To OMR's 
Family Driven Support Services Programs 

John Agosta & Celia Feinstein 
Human Services Research Institute & the Institute on Disabilities 

About This Project 

Over the past two decades, the nation's response 
to children with developmental disabilities and 
their families has shifted dramatically, moving 
from an historical awareness of disability based in 
segregation and exclusion to one that favors the 
integration of people with disabilities into the 
mainstream of community life. In 1972 
Pennsylvania became the first state to offer 
families who provide care at home to children with 
mental retardation some measure of support. 
Since that time all but one state have developed 
initiatives to provide families with a variety of 
supportive goods and services. 

Family support means different things to different 
families. While no single definition of the concept 
has gained sway nationally, the idea is simply to 
provide families with whatever it takes for families 
of people with disabilities to live as much like 
other families as possible. More specifically, the 
term "family support" can mean supports, 
resources, services, and other assistance 
provided to families of children with disabilities 
that are designed to (a) support families in their 
efforts to raise their children with disabilities in the 
family home, (b) strengthen the role of the family 
as primary care-giver, (c) prevent inappropriate 
and unwanted out-of-home placement and 
maintain family unity, and (d) reunite families with 
children with disabilities who have been placed 
out of the home. 

In Pennsylvania, family support services represent 
a service approach that recognizes the family as 
the most significant provider of services to people 
with mental retardation. Building on this tradition, 
in 1987-1988 the Pennsylvania Office on Mental 
Retardation began funding 11 family driven 
support services program (FDSS program) pilots, 
expanding this number by 15 in 1990 and steadily 
thereafter. These projects are operated through 

county Mental Retardation programs. The 
services offered could include things like respite 
care, sitter services, homemaker services, 
specialized therapies, special foods, and others, 
and may be delivered as direct services or by 
voucher or direct cash assistance. 

OMR is committed to continuing its tradition of 
excellence in responding to the needs of families 
who provide care at home to people with 
disabilities. Yet OMR recognizes that from time to 
time it is advisable to take a hard look at the 
overall family support system to identify ways for 
improving the service response. Within this 
context, the Institute on Disabilities at Temple 
University and the Human Services Research 
Institute are collaborating to collect relevant 
information concerning the FDSS programs in 
Pennsylvania and facilitate a participatory process 
for improving the family support system. As this 
project unfolds, Pennsylvanians will: 

Evaluate their family support system based on 
their own set of standards and guiding principles; 

Assess their family support system based on a 
set of nationally validated quality indicators; 

Come to their own conclusions over how to 
proceed with their system of services and 
supports to families based on the information 
obtained. 

To achieve these goals, the Institute on 
Disabilities and HSRI have conducted a survey of 
a representative sample of families who receive 
family support services. Follow-up interviews of a 
portion of these families will be conducted and 
focus groups will be convened to discuss the 
findings. Finally, based on all project findings, 
recommendations for improving the family support 
system will be offered to OMR. In this Research 
Brief selected findings emerging from the mail 
survey of participating families are described. 



What Did We Want To Know? 

In conducting this survey we wanted to collect 
information directly from families to: (a) gain 
fundamental demographic information on 
participating families, (b) identify the overall 
sources of support that families utilize, (c) assess 
family satisfaction based on a series of quality 
indicators, (d) assess associated program 
outcomes, and (e) hear what families think O M R 
should do to improve the family support system. 
In six pages, the survey form included 68 
questions. 

About the Survey Process 

During the summer of 1996, survey forms were 
sent to 1,834 participants of the O M R F D S S 
programs that are operated through county 
offices. The participants were selected from 12 
counties -- balanced for urban and rural 
differences -- to provide a representative sample 
of all those receiving services. 

We received completed forms from 538 
respondents, a 29% response rate. As shown, 
the responses were not evenly distributed across 
sites, ranging from 115 responses (Allegheny 
county) to 29 responses (Bradford/ Sullivan 
counties). Taken together, the responses offer 
ample opportunity to examine the family support 
program. 

A great deal of information was collected, though 
not all the findings will be reported here. What 
follows is a series of selected findings related to: 
(a) demographics of the families who responded, 
(b) the types of services or support families 
receive, (c) satisfaction with the family support 
services, and (d) associated program outcomes. 

Demographic information 

Concerning the individuals with disabilities living at 
home, we found that: 

Ages range from under a year old to 76 years 
old, though (34%) are 11 years old or 
younger. The median age is 17 years old. 

More individuals with disabilities are male (280 
or 57%) than female (212 or 43%) 

Regarding the need for assistance to complete 
daily activities, significant proportions require 
complete assistance with toileting (188 or 
37%), eating (211 or 41 %), bathing (174 or 
34%), grooming (180 or 35%), dressing (119 or 
23%), communication (103 or 20%), movement 
within the home (219 or 42%), and travel out of 
the home (270 or 52%). 

While the great majority (302 or 59%) seldom 
behave in ways that pose major challenges, a 
significant number do on a daily basis (102 or 
20%). 

Regarding the families who provide care at home 
for these individuals, we found that: 

Two thirds of the respondents (360 or 67%) 
indicate that their household included two 
parents in the home, though another 25% 
(133) indicate that their's was a one parent 
household. 

Most (283 or 54%) indicate that the 
individual's mother was primarily responsible 
for providing care, though 36% (194) indicate 
that it was the mother and father equally. 

Most families (257 or 58%) had a total taxable 
income in 1995 of $30,000 or less. 

To meet the needs of the family member, 
most families (301 or 56%) report that 
someone in their household has given up a 
paying job, not looked for a job, or limited their 
job choice. 





The Supports Families Receive 

Families receive support from a variety of 
resources: 

By participating in the family support program, 
families choose from a variety of services, 
though the most popular include respite care 
(190 families), family aide or sitter services 
(242 families), recreation supports (233 
families, and information and referral (108 
families). Our findings also show that families 
receive these supports either as direct 
services or by voucher or cash assistance. 

Most families (275 or 56%) prefer that 
supports be offered as cash assistance. 
Another 129 (26%) prefer vouchers. 

The most significant sources of help for 
families are live-in family members (217 or 
40%), relatives (277 or 52%), friends (206 or 
38%) and professionals (167 or 31%). 

Satisfaction With Family Support 

Survey respondents registered their satisfaction 
by responding to 46 quality indicators. The 
indicators covered four topic areas (how families 
are treated, the exchange of information, the 
control families have over deciding what services 
are needed, and the supports received), and 
required responses on a five point Likert scale. 

Overall, we found that families -- on average -
are greatly satisfied with the family support 
services they receive. Of course, the responses 
were not altogether uniform and the resulting 
response variance suggests several areas worthy 
of further exploration. The graphics shown on the 
previous page illustrate several important findings. 

Most families indicate that they are either: 

Always (269 or 52%) or usually (178 or 34%) 
recognized as a expert regarding their 
families' needs. 

Always (209 or 40%) or usually (185 or 36%) 
encouraged to say how their needs should be 
met. 

Always (242 or 47%) or usually (175 or 34%) 
have primary decisionmaking power over the 
supports or services they receive. 

Always (234 or 46%) or usually (141 or 28%) 
choose who or what vendor provides services. 

Always (219 or 43%) or usually (173 or 34%) 
have enough control in planning the supports 
they receive. 

Always (136 or 27%) or usually (214 or 42%) 
offered the supports needed to meet the 
families' needs. 

Always (204 or 40%) or usually (153 or 37%) 
satisfied with the delivery of services. 

Always (153 or 30%) or usually (194 or 39%) 
get the level of support or services that are 
needed. 



Associated Program Outcomes 

Respondents were asked to judge the results of 
the program based on a series of 16 likert scaled 
quality indicators, and in terms of program 
impacts on family placement decisions. Again, 
there was some amount of variance in the 
responses, but among the several findings, we 
found that most families indicated that the 
program either: 

Always (128 or 23%) or usually (172 or 35%) 
enhanced their ability to meet the needs of 
their family member with a disability. 

Always (144 or 31%) or usually (138 or 30%) 
helped keep the family together. However, it 
must be understood that most families (394 or 
79%) report that that they had no plans to 
seek an out of home placement for their family 
member when they first applied for family 
support. Families generally expect to stay 
together with or without formal support. As a 
result, while the program is appreciated by 
families, it cannot dramatically effect 
placement preferences. 

Always (156 or 33%) or usually (158 or 33%) 
made a positive difference in the life of the 
family. 

Next Steps 

As informative as these survey findings are, they 
offer an incomplete view of the circumstances in 
Pennsylvania surrounding family support. As 
noted earlier, the findings are not entirely uniform, 
suggesting several topics worthy of further inquiry. 
In addition, most would agree that these findings 
must be carefully examined within a changing 
federal and state context regarding the overall 
financing of developmental disabilities services. 

In the coming months, a sample of survey 
respondents will be selected to participate in 
follow-up interviews. These discussions will be 
structured to gain further insight into the needs of 
families, their satisfaction with the current service 
response, and what might be done to improve the 
family support system. Next, eight focus groups 
will be held throughout the Commonwealth to 
discuss the findings. Finally, recommendations 
will be offered to OMR regarding what it could do 
to improve family supports in Pennsylvania. 


