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The Minnesota Sdlf-Determination Project was funded by a three year, $400,000
grant from the Robert Wood Johnson Foundation. In its Request for Proposals, the
Robert Wood Johnson Foundation stated the purpose of self-determination grants as
being "to assst states in promoting collaboration among individuas and families,
provider agencies, government agencies, advocates and other community members.”
Through this collaboration, project states were to "reshape community support systems,
to facilitate saf-determination, and with the experimentation and shared learning
required to do so efficiently and effectivey.” In offering grants to states to support the
sef-determination of persons with developmentd disabilities, the foundation was
especidly interested in simulating changes to dlow individuals and families greater
control of how the available public funds were spent to support them.

Minnesota submitted a proposal to the foundation and was one of only nine states
to receive full funding. In the proposal, Minnesota stated its intention to meld
comprehensive programs of sdf-determination with managed care principles to guide
system re-design. Minnesota's proposa integrated and expanded severd initiatives that
were aready being developed in the State to support the self-determination of persons
with developmenta disabilities. These initiatives included person-centered planning,
consumer controlled housing, outcome-based quality assurance and qudity improvement
assistance. By bringing these ideas together and experimenting with changes to the
developmenta disabilities service system, the Minnesota Sdlf-Determination Project
intended to:

Improve the management and administration of services.

Improve service financing and design.

Improve access to service.

Improve quality assurance and monitoring.

Redesign roles to assure that a viable, accountable, and effective infrastructure
is created to support and sustain the services and supports that are created.
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The Minnesota Sdlf-Determination Project was administered by the Community
Supports for Minnesotans with Disabilities Divison of the Minnesota Department of
Human Services (DHYS). Three counties, Dakota, Olmsted, and Blue Earth, were
demondtration Sites for the project. Each of the counties was different in terms of size,
the number of persons with developmenta disabilities served by the county social
services, the types of services available, and involvement or past experience in other



system change efforts. In addition, one county was located near an urban center, one
included a small city, and the third was largely rural. Each county was given a portion of
project funds to hire a local coordinator for project activities. Following is a description
of the three counties that served as demondgration sites for the project.

Dakota County. Dakota is a large county in the south metro area of

Minneapolis/St. Paul that includes both suburban and rura areas. The county's
Developmental Disabilities Division consists of 28 Social Workers plus case aides who
serve over 1200 consumers. There are 30 licensed vocational and residential providers in
the county and numerous family foster care providers.

Although Dakota County was not involved in a managed care demonstration
project as were the other two counties, Dakota was recruited to participate in the project
because of their experience with individually controlled budgets. Their Account
Management Program gdarted in 1990 with administrative support through a state grant
and county support funds. It has grown from six to about 450 people. For this program,
families submit an expenditure plan and receive a cash grant on a quarterly basis. They
are expected to have receipts available for a possible review. Although there is a policy
that specifies how the money can be spent, there are very few boundaries. According to
Dakota County officials, this program has cut costs substantially and people are happy
with it. The success of this program encouraged Dakota County officials to expand the
opportunity into other funding streams.

The goals that Dakota had for their participation in the project were:

* To demongrate a positive shift in people's lives with broader and more
flexible options.

To demondgrate where blocks are in the current system so they can be
removed.
* To learn whether or not having direct control over resources has an impact.
» To show that managed care can be participant-driven.

* To shift power from the system to the person.

* To shift the focus from the system to relationships.

* To make the syssem more equitable—less of a " haves and have-nots"

imbalance.

» To incorporate the processes developed in the project into the regular
operations of the DD unit (not a set aside).



Olmged County. Olmsted County is located in the middle of a rura areain
southeastern Minnesota. Its county seat, Rochester, is a medium size city that is the

home of a major medical facility. Olmsted has between 500 and 600 open cases for
consumer s with developmental disabilities. These consumers are served by approximately
16 case managers, three day program providers, and five major residential provider
agencies, numerous family foster care providers, the public schools, and a variety of other
providers.

Olmsted County began syssem change planning in 1995 and involved all
stakeholder groups in developing these plans. In addition to the Self-Determination
Project, Olmgted County was involved in the state managed care demongration and an
alternative quality assurance demongration, the Region X Quality Assurance Initiative.
There was a great deal of overlap between the three projects, and Olmsted viewed them
all as a single initiative with multiple funding sour ces.

Olmsted's goal was to change the service ddivery system by shifting the power to
consumers. From this power shift, the other parties (counties, case managers, service
providers, families, and the community) become equal and are expected to change the
way they operate and to adapt to the individual's plan. Olmsted expected to learn what
the barriers are in the system and what needs to change one person at a time and then try
to generalize to make broader changes where appropriate.

Blue Earth County. Blue Earth County is located in a rural area of southern

Minnesota. The county seat, Mankato, is a medium sized city, which is the home of a
gtate university and serves as a " service hub” for the surrounding counties. Blue Earth has
about 330 active consumers with developmental disabilities who are served by five case
managers. There are six resdential providers in the county and one vocational provider.

Blue Earth County was also planning to participate in the sate managed care
demonstration project in partnership with two neighboring counties. The local project,
Project Assure, had been in planning for several years. Blue Earth County saw both the
managed care and the sdf-determination project as working together to increase the
control persons with developmental disabilities have over their services.

The mission of the Managed Care Demonstration, and thus the Self-
Determination Project as well, was to make certain that eligible participants had:

 FREEDOM to plan and live a life of their choosing

» AUTHORITY to control available resources necessary to live that life.

+ RESPONSIBILITY to accept the benefits and risks of those decisions.



* ACCOUNTABILITY in spending public resources in safe and life-enhancing
ways, while assuring that the necessary services are available to support these
rights.

The Evaluation

This formative evaluation of the project consisted of four separate components:
1) The development and critique of a program logic model (included as Appendix A), 2)
Interviews with 23 project consumers, their families or guardians, and, when needed, their
case managers and service providers (case studies are included as Appendix B), 3)
Facilitation of the evaluation of consumer education products by self-advocates (included
as Appendix C), and 4) a Project Participants Feedback Questionnaire (Appendix D).
This report focuses on the strategies that the counties used to facilitate self-
determination and how those strategies affected the lives of the consumers whom we
interviewed. Because of the small sample and because of the unique experiences of the
members of that sample, evaluation "findings' are reported as issues that arose for one or
more individuals as they utilized the new strategies. They should not be viewed as
generalizable conclusions that will effect all people in similar circumstances, but as issues
and experiences to consider as sdf-determination strategies evolve. In addition, we have
included recommendations that the data suggests should be considered.

Strategies to Facilitate Self-Determination

To achieve the project goals, the Minnesota Self-Determination Project focused
on several drategies to allow greater consumer and family control over ther services.
Each of the three participating counties was given latitude to choose which strategies
they would emphasize and how they would implement them. The major strategies were:
1) Changing procedures related to support planning and coordination, 2) Breaking out
service dollars into individual budgets, 3) Providing consumer education and support for
sdlf-determination, .4) Experimenting with new methods of monitoring and assuring
quality, and 5) Changing provider and community roles. Although all counties had
varying degrees of involvement with each of these strategies, their emphasis varied.

Because the project planners in Blue Earth County initially thought of the Sdlf-
Determination project as part of a larger managed care demongration project, they did
not spend a lot of time on individual budgets. As the Self-Determination Project was



concluding, the managed care demondtration still not begun, however, and they garted to
move ahead by developing a tool to facilitate decisions about the allocation of resources
for individual budgets. At the beginning of the project, Blue Earth had little capacity for
person-centered planning, few trained facilitators, and less experience than the other two
counties with moving to person-centered approaches. Their initial focus, therefore, was
on building capacity and networks. The project coordinator developed a People First
group and revitalized the local Arc chapter. She did presentations and facilitated meetings
and discussions with consumers, families, case managers, and providers. An advantage of
this approach was that " everyone came to be more on the same page." At the conclusion
of the Sdlf-Determination Project, this county felt they had built a solid foundation for
future system change efforts.

Dakota County was involved in many strategies as a part of the Self-
Determination Project but placed a heavy focus on individual budgets with dispersal of
funds through county-owned, consumer-controlled checking accounts. They developed
tools and methodologies to accommodate this and software for tracking funds. As the
project concluded, their goal was that everyone who wants an individual checkbook will
be able to have one within three years. Within five years, they plan for all consumers to
have individual budgets and to be able to determine the level of control they desire.
Options will range from control over all support and funding through an individual
checkbook to having support and services arranged and paid for through the traditional
method. Dakota County developed a tool to allocate resources for individual budgets that
they used for people who are new to the waiver program, but they based individual budgets
on historical costs (for people already in the system).

Olmsted invested much time during the project on developing a methodology to
offer consumers individual budgets in addition to implementing other strategies. They
also developed an allocation tool for individual budgets that they used for people who are
new to the waiver program. People already in the system were gradually transtioned to a
budget more closely in line with the allocation tool. They informed people of their
historical costs and worked to educate consumers individually about creative options.
They also began using checkbooks as an option in the third year of the project. Their
philosophy was to work with people "one person at atime" and learn what needs to
change as they went along. Their future plans are to integrate the methods that they
have developed into their usual way of doing business. Their goal isto get everyone who



receives services under the Home and Community Based Services (HCBS) waiver on an
individual budget.

Support Planning and Coordination

Support _Planning

In the Minnesota Self-Determination Project, mere was an increased emphasis on
planning and arranging supports based on the personal goals and dreams of the individual
rather than on his or her skill deficits. Participants in the project were offered
opportunities to utilize formal person-centered planning methodologies as a way to select
the supports they wanted or needed based on their personal dreams for the future. They
were also offered an option to plan their supports more informally, such as meeting with
their county case manager to develop a support plan over a cup of coffee. Both of these
approaches were a significant change from the traditional service planning processes in
which an interdisciplinary team plans supports that are largely designed to satisfy the
needs of the service system.

Dakota County. Dakota County came into the project with a large cadre of

person-centered planning facilitators. They also had two organizations that had been
playing a role to coordinate and support facilitators. The Dakota County Providers
Network distributes information and provides facilitators and technical assistance to
facilitators. The local Arc also provides facilitation at no charge. To supplement this
core, ancther training session for facilitators was held during the project.

For the consumers who participated in the project, Dakota County presented
information at orientation meetings about the different forms of per son-centered
planning. They also digributed a sheet called " Planning Considerations,” which was a list
of the 30 outcomes developed by the Accreditation Council. They were offered an array
of options for planning support under the salf-determination system. Consumers who
wished to take advantage of a full person-centered planning process were connected with
a facilitator. Mogt of the consumers in the project, however, chose informal planning
"over coffee.” Most of these people already knew what changes they wanted to make
when they enrolled in the project, and some of them had participated in person-centered
planning in the padt.

Dakota also developed a three-page " Personal Support Plan” to guide the
development and use of individual budgets. The questionnaire asks respondents the
following questions. 1) What does the client want to do or accomplish? 2) How and where



will the client be supported? 3) Who will find and coordinate the support? 4) What goods
and services will the client use and why? (This is followed by nine categories.) 5) How is
there reasonable risk of freedom from abuse, neglect, exploitation and danger to
self/others? 6) How will support be paid? (all, part, or none with a checking account) 6) If
a checking account is used, who will be the signer(s) on the account?

Olmgted County. Olmsted County trained over 60 person-centered planning

facilitators during the project. Project staff provided technical assistance and mentoring
to facilitators, and this was also available through other trained facilitators in the
community. They, too, presented person-centered planning as an option to consumers in
the project if they wanted to take advantage of it. They described their view of person-
centered planning as not a "thing,"” but a way to find out what people want and need and
to plan how to get it. They felt they placed more emphasis on implementation of plans
than planning processes.

During pre-planning phase, project participants were educated that they would be
heard and that they do have choices. The facilitator of this process (project coordinator
or case manager) also helped them decide whom they can trugt and who is their
"community." Other parties who were to be involved in the consumer's planning process
were also trained about the new procedures and expectations. They were told that there
was an expectation that the entire system would react with not whether, but " how" can
we do it.

Blue Earth County. Blue Earth County also offered person-centered planning as an

option for consumers. During the Self-Determination Project they trained over SO
people to be person-centered planning facilitators. All of the county case managers have
been trained as have representatives from all the local provider agencies. Facilitator
training sessions were held regarding Personal Futures Planning, Planning Alter native
Tomorrows with Hope (PATH), and Essential Lifestyle Planning (ELP). According to
the project coordinator, "ELP is taking hold more than others, and is primarily agency-
driven with input from case managers.”

Blue Earth County reported two results from this training. They have found that
only about five (10%) of the trainees are comfortable with the role and are actually
facilitating meetings. However, they have seen a heightened awareness of person-
centeredness in general. For example, the single plan that was developed by the county
includes a section addressing the person's hopes and dreams.



Support Coordination

All the project counties were involved in defining the difference between case
management and service coordination. Minnesota Rules 9525.0004-9525.0190, also
known as Rule 185, governs the provision of case management services to persons with
mental retardation or related conditions. The rule differentiates between case
management adminigtration and case management service practice sandards. Case
management administration consists of intake, arranging for comprehensive diagnostic
evaluations to determine digibility for case management, arranging for tests of
intellectual functioning and assessments of adaptive behavior, making diagnostic
conclusions and recommendations, conducting periodic reviews of diagnostic assessments,
convening a screening team to evaluate level of care needed by the person, authorizing
services, review eligibility annually, and arranging for conciliation conferences. Case
management service practice gandards include assessing or arranging for an assessment of
the person's functional skills and needs and services and supports that meet those needs
and preferences. Other service practice gandards are reviewing the person's needs for
services and supports, developing an individual service plan, identifying service options
and providers, assisting the person to access services, coordinating service delivery, and
monitoring and evaluating the person's services.

Case management administration represents activities that may be best
accomplished by county representatives. Case management service functions, on the
other hand, involve planning, arranging for services and supports, assisting the person to
access services and supports, and monitoring the services and supports that are provided.
These are functions that may be done by an independent support coordinator as
determined by the consumer ingead of the county case manager. None of the counties
went so far as to encourage external support coordination. However, all of the counties
provided extensive training, mentoring and support to assist case managers to facilitate
sdlf-determination by consumers and families. In addition, they each had unique
approaches and experiences.

Dakota County. Dakota County acknowledged that a county social worker may

need to continue completing certain adminigtrative and eligibility tasks and monitor
health and safety. This role does not need to include finding resources and coordinating
services, however. Recognizing that the county continued to need to provide the basic
case management function, they did not include resources for case management in the
individual budget amount. People could, however, use their individual grant to pay for a



private " support coordinator.” For example, a mother of a young adult could choose to
pay hersdf for this function. The county retained the role of determining eligibility,
determining individual budgets, and approving and evaluating support plans.

Only one of the people whom we interviewed from Dakota County, Linda, used
some of the funds in her individual budget for service coordination. Because the
arrangements to revamp Linda's supports have taken a great deal of extra time, her
conservator budgeted $1120 per year to compensate him for some of his time. This is in
fact the only consumer we interviewed across all three project counties for whom funds in
an individual budget were being used to purchase alternative service coordination. This
was not a replacement for traditional county case management however.

Dakota County supported a shift for their social workers from being " givers' and
"controllers' to "helpers” They were looking at strengthening the case management
facilitation role and saw case managers becoming a resource tool over the course of the
project. They held two education sessions for case managers emphasizing facilitation and
support roles. In addition, the Self-Determination Project Coordinator provided ongoing
support to the regular social workers, particularly with consumers who were trying new
things in the project.

Olmgted County. Olmsted saw itself as trandgtioning county case management to a

role of relationship-based service coordination. Their goal was that people would have a
choice to do service coordination themselves or hire someone to do it, but the county
was not yet offering this choice as the project concluded. The project's Service Delivery
Work Group recommended early in the project to not have County Case Managers other
than for the provision of financial eligibility and administrative functions. However, the
county is still considering to what extent to move in this direction. At the conclusion of
the project, Olmsted planned to deal with the issues around service coordinator choice
one person at a time as they come up. They did have one consumer using a contracted
case manager; but this happened before the project.

There are two primary financial barriers to providing funds for individuals to
purchase private case management: 1) The HCBS waiver is the only funding program that
provides reimbursement for case management services. Therefore, people who don't
receive waivered services may not be able to fund outside case management. 2) State
dollars for non-waiver case management are directed to the county and are used to fund
the required administrative activities and service functions. People who do not receive



waivered services may be able to fund independent service coordination from their budget
allocations, but this money may be needed for other supports.

Olmgted established a Service Coordinator position to support individuals and
families during the project and to mentor county case managers. In addition, training was
provided for case managers, and a group of them developed ajob description for " support
coordinator."

Blue Earth County. Blue Earth also had plans to split the traditional county case

management role into two separate functions, service coordination and support plan
facilitation. While the Service Coordinator role would be filled by a county staff member,
consumers and families would be able to chose anyone, including themselvesto act in the
role of Support Plan Facilitator. Plans were delayed as the managed care project was
delayed. In the meantime, the project coordinator mentored and supported case managers
to incorporate SD principles into their work. Training was also provided for Blue Earth
County social workers in the expected role shift. In addition, the case managers from
Blue Earth and two neighboring counties (about 10) went on a retreat and discussed the
issues involved with service coordination, (e.g., changing roles, contracting out).

Single Plans

Two of the counties, Olmsted and Blue Earth, developed a Single Support Plan as
part of their project activities. These Plans were developed collaboratively in each
county by case managers and service providers (The Single Support Plan has combined
the plans residential providers, day habilitation service providers, and case managers are
required to complete into one document.) The Olmsted project coordinator reported,
"The single plan is being implemented with all adults in Olmsted County who have case
management through the county. There have been a few minor hitches with people
getting used to the process, but the overall consensus is that the Single Plan works very
well." The Blue Earth coordinator said, " The Single Plan seemsto have finally reached a
doable point for everyone. It continues to expand gradually and appears to be going well."

Emerging issues and recommendations related to support planning and coor dination
in a system based on sdf-determination are as follows:



» People and their families need be offered greater control in the person-centered
planning process, including who will facilitate and who will attend the meetings.
Although the counties intended that individuals and/or their families decide who will
participate in the planning meeting, some families either do not feel comfortable
excluding service providers from person-centered planning meetings or have not
considered the option. Neither do they know how to access or have funds to pay for
independent person-centered planning facilitators. Troy had two person-centered
planning meetings while he was in the project. The firs meeting was facilitated by the
resdential provider, which his mother saw as a major conflict of interest. Moreover, she
was concerned that the presence of Troy's DT and H provider at the meeting hampered
discussions about developing an alternative to the current DT and H provider. An out-of
town provider facilitated a second meeting. Troy's DT and H provider did not attend the
second meeting, and Troy's mother viewed this meeting as much more productive.

» Person-centered planning should not be considered a single event. Support team
members need to continue to listen to the consumer for new ideas, and formal plans need
to befollowed through.

For many of the people whom we interviewed, person-centered planning
happened as a single event. There was no follow-up or evaluation built into the initial
plan, and, in many instances, the plan had not been revisited two years later. Another
way that person-centered planning could be seen as an event was when things that had
not been formally identified asa "dream" in a planning meeting wer e casually dismissed as
unfeasible. For example, when we visited with Dick and his direct support gaff, they said
that Dick would love to go to a Vikings game and wanted to fly to Texas to visit his
niece, but that these things were too expensive for him. We were told, however, that
Dick had a lot more spending money as a result of his new job. Apparently, Dick's direct
support staff did not place enough importance on helping Dick to realize dreams that
were not part of his formal plan. Smilarly, Ruth's team was amazed that it took a person
centered planning meeting to identify the relatively smple and easily provided things
that she wanted to improve the quality of her life.



*  When person-centered plans are followed up diligently, it seems to be because there is
a strong advocate involved.

Although many plans were a single event, two plans in particular did have good
follow-through. Both had an enthusiagtic and assertive advocate who was committed to
ensuring that follow-through occurred. Support teams for both people sarted out with
monthly meetings. One dropped back to quarterly meetings when changes were
underway. For the follow-up meetings, the consumers and their support teams found that
it was often most effective to have only the advocate and the parties who were making
changes attend.

» There should be a coordinating entity to facilitate the utilization, support, and
coordination of funding for trained person-centered planning facilitators.

Scores of people received person-centered planning facilitator training through
the project, but it wasn't always apparent that they were being used to facilitate planning.
As mentioned above, families sometimes felt that providers should not facilitate for a
person to whom they provided support because of a potential conflict of interest.
Without a coordinating entity and funding sources to pay for independent providers of
person-centered planning, people may be forced to rely on their current providers of day
or residential support for person-centered planning.

» Some use of person-centered planning elements will probably stimulate the planning
team to think more creatively.

Counties offered project participants an array of options for support planning.
Some chose informal planning " over coffee." This often happened when people said they
already knew what changes they wanted to make when they enrolled in the project.
However, when we interviewed some of these consumers and families, they complained
about their lack of ideas and the lack of facilitation for creative ideas about how to use
their individual budget. It might be that more time spent on planning and more use of
some of the person-centered planning elements that help people to dream would have
helped people come up with more creative ways to use the money that they now could
control.



» Aworkgroup should be formed to investigate waysto transition fromtraditional case
management to service coor dination.

Trangitioning from case management to support coordination has been a
particularly chdlenging area for the counties. There is a number of challenging issues that
counties, and even other states, have in common. It would be beneficia to work together
on this chalenge and devote some resources to investigating what has been done
elsawhere.

» Astudy should be done of "Sngle (Support) Plans™ in the counties that have

devel oped themto determinetheir successand what arethe benefitsand challenges.
Blue Earth and Olmsted Counties report success with a"Single Plan." Dakota has

not developed one, but one Dakota County conservator complained of five different

plans that exist for her focus person.

Individua Budgets

Bresking out individual budgets and giving consumers and/or their representative
control over how the money is spent was a mgor strategy of the project and drove much
of the system change. Counties struggled with issues such as funding stream differences,
access and equitability issues, and notifying al consumers of the cost of their services.
Allocating resources, whether by using historical costs or an "alocation tool” was a
challenge. Mechaniams for dispersd of funds, such as cash grants or checking accounts,
needed to be developed and issues of setting parameters on the spending needed to be
dedlt with. "Unbundling of services," which refers to separating out the costs of individua
services and dlowing consumers to purchase only the services that they want or need, was
another chalenge. Findly, because consumers were starting to use non-traditiona
supports, counties needed to consder options to handle the administrative and tax
accounting responsbilities. Employers of record providers were developed to assist in
these functions.

Breaking out Individuad Budgets

One of the firg tasks the counties undertook, and one which dl of them did to
some extent, was to determine the cost of the services mat an individua received. They




found that this task involved consderations of funding sream differences, " unbundling"
services, and notifying consumers of the cost of their services.
Funding dgream differences. There are a number of different funding streams that

provide funding for services for people with developmental disabilities. Some of them,
such as the Medicaid ICF/MR program, provide funding for services within a facility, and
individuals who receive service in that facility cannot access those funds if they leave.
Because of this, the ICF/MR program has not been amenable to individual budgets. Many
people in Minnesota who receive services through the HCBS waiver for persons with
mental retardation or related conditions (i.e., the MR/RC waiver) live in provider-owned
or family-owned licensed foster homes in which no more than four people receive
waivered services. Although the waiver is intended to provide individualized funding
according to each person's support needs, in practice, providers often receive the same
waivered service rate for everyone who lives in the home. Room and board costs for
people receiving waivered services who live in licensed foster homes are paid for through
the Group Residential Housing (GRH) program. If an individual leaves a particular home,
he or she can take hiswaiver "dot" to access services elsewhere, but the amount allocated
for support may change to reflect the cost of the services from the new provider.
Likewise, the amount of money for his or her room and board costs may change based on
the GRH rate of the new home. In spite of these limitations, the MR/RC waiver program
has consderable flexibility and was the primary funding sour ce used by individuals who
controlled individual budgets in the project.

In-home supports are usually funded by ether the MR/RC waiver or the Medicaid
Personal Care Assistance (PCA) program. Again, the MR/RC waiver is the most amenable
to consumer-directed supports. The Medicaid PCA program, at this time, has flexibility
only with the portion of the cost of support that is funded with state money (47%).
Minnesota's Consumer Support Grant (CSG) program has allowed consumersto control
their budget with the gtate portion of these funds, and all three of the project counties
began participating in the CSG program midway through the Self-Determination Project.
This enabled them to offer families using this funding source the opportunity to hire their
own in-home support help and potentially to use part of the money for tangible supports.
Many of the families who took advantage of this option were willing to accept only 47%
of their allocation because, due to staff shortages, they were not able to get more than
half of their allocated hours through their PCA agencies anyway. The CSG program freed
them up to create their own support arrangements.



The funding for Day Training and Habilitation (DT& H) programs comes from
the MR/RC waiver, ICFSMR, or county funds depending on individual circumstances. It is
"portable i.e. individuals are able to leave the program and use the money for another
program. However, the cost of the DT&H program is averaged across the individuals
using the program. Therefore, the challenge in creating individual budgets from this
funding gream arose for individuals for whom the actual cost of their support falls above
the average. They might be unable to create an alternative support arrangement with the
funds that they can take with them.

Other funding streams were more amenable to breaking out individual budgets and
allowing consumers to control their use. Respite care is often funded with county money
and usually a family is allowed a certain number of days per year or a certain dollar
amount. The individual budget is thus easily calculated and each county has control over
the guidelines that affect it.

There are some funding programs that were already cash grants that consumers
could use flexibly. The state-funded Family Support Grant provides a monthly stipend to
those families of children with developmental disabilities who have been selected to
receive it. Dakota County's Account Management program, a cash grant program that
has been in effect for several years, is funded with county money. Olmsted county has a
program that gives cash grants to families to pay for respite care.

The flexibility in the MR/RC waiver program was increased by the Consumer
Directed Supports waiver amendments. These amendments to Minnesota's waiver plan
were requested by the sate early in the project. They enabled MR/RC waiver funds to be
used for more individual options and also paved the way for consumersto pay directly for
their support.

Unbundling services. "Unbundling" services refersto service providers separating

out the costs of individual services that they provide and allowing consumers to purchase
only those services that they want and need. For example, a provider may offer oversight
by a registered nurse as a service provided under their per diem rate. If a consumer does
not use this service, the provider would separate out this cost and deduct it from the rate
the consumer pays. One of the hopes for the Sdf-Determination Project was that
consumers would not have to buy an entire "program" that was offered by traditional
service providers but could purchase only the parts of those programs that they wanted or
needed. The counties intention was to address this issue on an individual basis as it came
up. Only one of the people whom we interviewed had given much thought to this issue.



Jean's sster was frudrated with the residential provider's inability or unwillingness to
"unbundle’ services to make Jean's supports more responsive to her individual needs.
When plans were made to allow Jean to stay home two days per week, she found that the
residential provider had to provide the staff because they would not allow the day
provider to have staff working in their facility. She also wondered why she was billed for
staff shifts that were not filled. She was particularly irritated about having to purchase
nursing services along with resdential support even though this was not required by her
Waiver funding. She found out that many of the nursing visits took place when Jean was
not even home. She also sated that even though they were paying for this unwanted
nursing service, the nurse was unwilling or unable to clip Jean's toe nails and the family
had to pay out of their own pocket for a podiatrist to do this.

Notifying consumers. Notifying consumers of the cost of their services was a
priority for each of the counties whether or not people planned to make changes.
Olmsted provided information about historical costs to the individual or family prior to
each consumer's annual meeting. This information was used to determine a new, perhaps
more appropriate, plan and to consider alternative ways to allocate the funds.

Many family members and consumers were shocked at the amount that was being
paid for the support of the person about whom they were concerned. Many felt that it
was empowering to have this information. Karen's mother was surprised to find out that
the DT&H program was getting the same amount of money when Karen was " dtting
around the workshop” as when she was spending her day in community employment and
receiving more support.

Respondents to the Feedback Questionnaire (see Appendix D) overwhelmingly
thought that notifying people of the cost of their current services was a valuable practice.
Sixty-seven percent said it was very valuable, and another 21% said it was somewhat
valuable. They felt that it would keep costs down, empower consumers to demand better
services, and help consumers to chose from a menu of services. Two people thought it
was not at all valuable. One said that providing the " cost of services without an
explanation of how the cost is determined is of no benefit." The other commented that
"it rardy fosters constructive discussion.”

Allocating Resour ces

When consumers decide to make changes to their support arrangement to take
advantage of the possibilities for self-determination, it becomes necessary to determine a



dollar amount that they can spend in the future. This determination involves two basic
choices. Support budgets can be based on the individud cost of services the consumer has
used in the past or they can be caculated using atool to determine an appropriate
resource alocation.

The origind Sdf-Determination Project in New Hampshire placed a high priority
on cost savings and chose to base individua budgets on 75% of the consumer's historical
costs. Olmgted County started out basing budgets on 90% of historica costs. They found
the concept of using a percentage of historical costs to be restrictive and inflexible. They
found some people were dready sStretched with their historical dlocation and couldn't
redistically be expected to cut back 10%. This was especidly true of people in more
formd, traditiona service settings, such as ICFSMR, private or corporate foster homes
where walvered services are provided, and DT&H programs. On the other hand, the
county found that some people had been alocated more historically than a current
analysis indicated that they needed. In these case, the county fet that more than a 10%
reduction seemed appropriate.

Respondents to the Feedback Questionnaire were also unenthusiastic about
offering a percentage of historica costs. Their comments indicated that they wanted to
reduce the inequity in funding allocations and that they wanted people to have the
amount of money that they need—not more, not less.

Olmgted trangtioned to using an dlocation tool that produced a budget based on
need. They used that dong with congderation of historical costs for consumers who were
creating new support arrangements. This often resulted in less than their historical costs,
but it could aso amount to more. People who were new to the waiver program had their
support budgets computed by the dlocation tool.

Dakota County developed an dlocation tool early in the project but chose to use
that only for consumers who were new to the syssem and those whose needs changed
considerably. For everyone else, they used 100% of historica costs.

Blue Earth County only offered individually-controlled budgets to families who
were using county respite care funds. However, they recently developed an alocation tool
which they will use with new people in the Medicaid Waiver program. Blue Earth and
Olmsted compared the dollar amount that was arrived at using the alocation tool with
historical costs and found that the alocation tool figure was sometimes more than
historical costs and sometimes less but seemed to gpproximately average out the same.



Developing an allocation tool proved to be a very challenging task. A gate grant
paid for the development of an allocation tool before the project began, but the final
product only determined need level and was not something that the counties wanted to
use. Each county struggled with developing their own tool while taking advice from each
other's experiences. All three of the project counties currently have an allocation tool
that they are using, but these products are ill evolving.

Disbursing the Funds

Another challenge in using individual budgets is deciding how to disburse the funds
to pay for the consumer's support. The options include: 1) having the county pay
providers directly or through the gate billing system but till allowing the consumer to
choose how the money is spent, 2) using a voucher or a cash grant, and 3) having
counties supply checkbooks to consumers to pay directly for their own support costs.

Voucher payments have not been used ether in the Sdaf-Determination Project or
in the funding streams that pay for the services that people with developmental
disabilities use in Minnesota. But, as mentioned above, three of the funding programs that
were used for individual budgets were already cash grants, i.e. the Family Support Grant,
Dakota County's Accounts Management Program, and Olmsted County's CHOICES
respite program. In addition, cash grants were used by Blue Earth during the project to
allow consumers to access the money that they had been allocated for respite care. This
enabled families to purchase the types of respite that they desired rather than being
limited to using approved vendors who have traditionally billed the county directly.

Traditionally, counties have paid service providers directly for the cost of a
consumer's support services. This arrangement was continued for some people in the
project even for consumers who created an entire new individualized support
arrangement. For example, Scott's resdential program was created entirely for him by his
sister helping him decide on the criteria and select the provider. Scott and his sister
contracted with a provider who was already providing traditional services, and the sate
paid the provider directly. Scott's sster prefers not to make the payments herself and is
not sure it would make a difference since they had control over how the money is
allocated and she is consulted about major purchases.

Anocther option was one of the more innovative practices in the project. Dakota
County, and later Olmsted County, offered consumers who were participating in the
project the option of paying for their supports directly using a consumer-controlled,



county-owned checkbook. Dakota County had 55 consumer checking accounts
operational. Their goal is that anyone who wants to pay for their own supports through a
consumer checking account will be able to do so within three to four years. Olmsted had
two to three families using a checking account at the close of the period. They modeled
much of their process after Dakota's. Respondents to the Feedback Questionnaire
overwhelmingly supported the value of consumer-controlled checkbooks.

In Dakota County, the county put a portion of the annual budget in the account
in the beginning and then replenished the money that was spent on a monthly basis up to
the original deposit. Either the consumer or his or her representative was designated as a
sgnatory on the account along with a designated county employee. Both the signatory
and the county received monthly statements. In addition, the county monitored the
expenditures to ensure that they were in concordance with the expenditure plan and

* issued monthly reports to consumers about the status of their account.

One of the more challenging aspects of using the individual checking accounts was
tracking the funds and billing the appropriate funding stream. Dakota made deposits into
the checking accounts with county funds and then sought reimbursement from the
relevant funding program. Dakota County officials were committed to ensuring that the
funds appeared seamless to the consumer so that they didn't have to be concerned about
whether the money came from the federal MR/RC program, from the state, or from the
county. To the consumers, it appeared smply as money available for their support.
Dakota tracked funds manually while software was developed and had to limit the number
of consumers who could have a checking account because of the magnitude of this task.
The software development was delayed but is expected to be completed soon.

Setting Parameters on Spending

Allowing consumers to contral the dollars allocated for their support requires
counties to make decisions about how those dollars can be spent. Olmsted County used
their Waiver Management Team to approve individual budgets. The team gradually
began specifying guidelines about expenditures as individual situations provoked decisions
and as they gained experience with what was working. The criteria Olmsted used are 1) Is
it within the person's budget? 2) Does it meet minimum health and safety needs? and 3)
Is it a reasonable use of funds, and does it address the person's needs? Blue Earth had not
yet specified guidelines at the close of the project, but istaking a "wait until mere's a
problem” approach.



Dakota's expenditure plans were approved by a team consisting of the social
worker, the supervisor, and the Sdf-Determination Project coordinator. Dakota took a
principle-based approach. They looked at two criteria to determine if an expenditure
should be approved. The first criterion was whether the proposed expenditure supports
the consumer's health, safety, and general well being and whether it involves no more
than a reasonable amount of risk. Reasonable risk is determined by looking at the " ability
and willingness of the client and/or their support system to be responsible for the
consequences.” The second criterion was whether the expenditure represents a " defensible
use of public funds." One of the approaches to this determination is to look at the
context, or "What about this stuation allows us to approve it?" For example, they
approved a weekend in a motd for a family because " It's cheaper than respite” and it
allowed the family to have a break together rather than to send the child with a disability
away while the rest of the family has a bresk.

There are undoubtedly many controversial issues that might arise around the
decisions of approving expenditures. Three that emerged from our interviews were: 1)
changing plans after they were approved, 2) paying family members, and 3) deciding how
much is appropriate to approve for recreation and leisure expenses.

One complaint that Jennifer's mother had with the way her county is
implementing individually controlled budgets was that she felt she needed to be able to
predict her needs 15 months ahead of time. When she found that she wanted to spend
money on something that was not on her expenditure plan, she needed to get approval of
the county's "Waiver Team," which took two to three weeks. She saw the solution as
having categories in the expenditure plan that are more flexible, but, so far, neither she
nor the county has been able to come up with something that works. One problem mat
she described was the purchase of name and date samps that she and the school decided
Jennifer should have rather than to continue trying to teach her to write these items. The
cost was $25, and the request had to go through the process to be approved. Another
request that came up unexpectedly was trangportation to an adaptive program that was
planned for the school holiday break. Jennifer's mom could take her there, but she needed
transportation to take Jennifer to her dtter's house afterward. When we last talked to
her, she was waiting for approval for this request, but she was afraid that the program had
probably filled in the meantime.

Another issue is whether family members should be paid to provide support. One
county had no specific limitations on paying family members. Another county had a



policy that no family members can be paid. Thiswas a rdevant issue for three of the
people who we interviewed. Jennifer's mother was interested in cutting back on her hours
at work-in order to stay home with Jennifer, but she said her county has been clear that
they are not willing to allow parents to pay themselves for childcare. Tracey's family
allocated money for one six-hour shift per week to spend " quality time with relatives.”
Much of this has been used to pay Tracey's brother and her aunt to take her on an
activity. The aunt at first ressted being paid to spend time with Tracey saying she would
often be with her anyway. At firg, she tore up the checks, but Tracey's mother explained
that she couldn't do that. Tracey's mother said she felt better paying her, saying "then
it's a commitment." Tracey's brother is 18, just two years younger than Tracey and
probably wouldn't take her on activities if he were not being paid. Their mother felt the
need to monitor these activities to be sure that they were Tracey's choice and nat his.
(He suggested that Tracey would just love Vikings season tickets, but Mom said no.)

The third family who was concerned about the ability to use support funds to pay
a relative was one who has elected to have the mother quit her job and provide care for
her daughter rather than send her to a day program. This young woman needs total care
and has severe uncontrolled seizures. Frequently, in the past, when she had seizures, the
mother had to take off work to bring her home to rest. In addition, the day program was
a stressful environment for the daughter and did not provide her with activities that she
enjoyed. Now she and her mother can go shopping and do other fun activities when she is
feeling well, and she can stay home and rest when she is not.

The third issue that we saw involved deciding on the appropriate amount of
money that should be approved for leisure and recreational activities. Much of what
people with developmental disabilities do to learn and become included in their
communities could be seen as recreation. However, the potential for backlash exists if
friends and neighbors become aware that someone is receiving hundreds or thousands of
dollars of public money, some of which is paying for recreational activities. Moreover,
there are people in smilar dtuations with smilar needs receiving no public money.
Dakota County decided on a guidéine of approving a maximum of $1200 per year for a
consumer who is 16 years old or older and $600 per year for a consumer who is 15 years
old or younger. There is potential overlap, however, with the Education/Training budget
category, which may also include funds " associated with developing and/or maintaining
the client's skills in the home, school, neighborhood and community.” The overlap may
result in more than the maximum being spent on leisure and recreational activities.



Using Non-Traditional Supports

When consumers and families take control of their support money, they often
want to hire their own staff rather than using a provider agency. They may chose to do
S0 in order to pay ther existing staff more money, or they may want to hire a friend or a
relative to provide support. We have found few people who wanted to advertise and hire
staff whom they did not already know, but the project provided information about how to
do that in the manual, Finding the Support You Need.

Becoming employers involves a lot of administrative work and legal requirements
that most people are not prepared to deal with. Some of the challenges are tax and Social
Security withholding, Workman's Compensation insurance, and Liability insurance.
Increasingly, people are turning to an Employer of Record or a Fiscal Intermediary to
take care of these tasks for them. Olmsted decided to require that people who hire their
own support staff use an Employer of Record. The cost of this was about 22% of payrall,
but that included the taxes that were withheld, as well as Worker's Compensation and
Liability insurance coverage.

Several families, especially those with smaller budgets, avoided using an employer
of record by trying to keep the amount they spent on the their helpers under the dollar
amounts that require tax withholding. They also considered any overnight help to be
respite, which does not require withholding.

Tracey's mother decided againgt using an employer of record. She wanted all of
the money available for Tracey's support. She did handle tax withholding on the
"informal support" hours but much of the support time was classified as " respite' and she
believed she did not have to take deductions from these funds. Although she said handling
the paper work took a lot of time, she was not comfortable paying herself to do it.

Jennifer's mother objected to her county's requirement that she use an employer
of record for all the helpers that she employed regardless of how much she used them. She
also was required by the county to provide specific training for her helpers in such things
as blood-born pathogens. Besides being a burden for her, this has meant that some of the
people that she wanted to hire as informal support providers were not willing to do it.

On the other hand, Billy's mother felt that the Employer of Record was well
worth the cost. Although they charged 25% (including withholding amounts), the PCA
agency that she formerly used was keeping 50% of what Medicaid paid them. In her case,
she found and trained her own gaff for the PCA agency just as she did under the Sdlf-
Determination Project. She said that just the general liability insurance they provide is



worth a great dedl. She underwrites commercid insurance and said that no company would
write a policy for the kind of work that her helpers do.

Emerging issues and recommendations related to individua budgets are as follows:

» Minnesota should continueto streamline funding ruleswherethey present barriersto
self-determination.

Ninety-eight percent of the Feedback Questionnaire respondents fdt that funding
rules impede self-determination. Fifty-seven percent of these felt that funding rules
impede self-determination to a great extent. The programs most commonly mentioned
were the ICF/MR program and DT&H funding.

* It may bethe case that some individual swith developmental disabilitiesin the project
do not have more control over their livesbut that their parentsor guardians do.

While in many cases it was necessary for parents and guardians to assume greater
control, it seems important to distinguish the control they assumed from the control the
individuals who actually used the services assumed. For most of the consumers that we
interviewed, the funds were actudly managed by a family member with varying degrees of
involvement from the consumer. There was probably a continuum of control that people
with developmentd disabilities actually exercised. One person managed a smdl amount of
her support money while receiving help with the checkbook from her direct support
gaff. Tracey's and Karen's families talked to them about their checkbook—their money,
and the choices that were involved in using it. Some families admitted that there were
expenditures in the plan that would not be chosen by the consumer but that the family
fdt was in their best interest. Many of the consumers, even some who had sufficient
cognitive ability, knew nothing about the project or their individua budget.

» Basingindividual budgetsonly on historical costsfreezestheinequitiesin past
allocations.

The discrepancy in resources that are alocated to different individuals becomes
more obvious when the resources are described by a given dollar amount that they can use
for their support rather than a patchwork of programs to which individuals may or may
not have access. We interviewed the families of four young adults in one county who had
a range of $1200 to $18,000 per year available for their support in spite what appeared
to us to be smilar needs and family resources. These differences came about because of



funding programs that they may or may not have been able to access in the past. John's
family, for example, had only $1200 per year in money for his supports beyond his work
support program. His mother reported that they made a choice to forgo respite in order
for John to take part in a socid program. She regretted not having respite available
however. Tracey, on the other hand, had $18,000 per year and had money for hourly
gaff, respite, and three weeks and five weekends of camps or vacations. In addition to
these differences, we know that many more families in Minnesota and across the nation
have no government-funded support at al. Using an alocation tool rather than, or in
combination with, historica costs presents an opportunity to distribute resources more
equitably, which was a project goal. Olmsted County reported that they were able to
support two more persons in the Waiver program with the savings from using the
alocation tool to re-aign costs.

» Paying for individual support rather than for programs creates some new issues that
may be of concern to community members as taxpayers

Some of the families with young adults who are living a home told of a small
business that offered support for recreational activities for people who do not have
facility-based services. This service charged $18/hour per consumer. Taking six to eight
individuds out at the same time results in what would seem to be extraordinarily high
total compensation for the provider of this service. Depending on the support needs of
each person purchasing the service, it could aso result in some of the people in the group
not receiving adequate support or supervison, especialy if only one service provider
accompanied the group. On a smaller scale, parents of one person reported that one of
the gaff who was employed directly by them took severa people who were in the project
out together and then billed separately for each. This potentidly gave the gtaff person an
income of $30 to $50 per hour or more. This mother was not unhappy with this
arrangement. She felt that it enabled the gaff to do things that were more creative and
that it was beneficid for her daughter to be with other people. Although this mother does
not see this as objectionable, other community members may see this as an inappropriate
use of public money.



» A controversial issue is which tangible goods are an appropriate use of public funds.
Dakota and Olmsted used " thedefensible use of public funds' as a criterion for
budget expenditures. This may be highly subjective and differences of opinion may have
potential for public backlash. Examples of some of the expenditures we saw that may
ark controversy were computers, software, craft supplies, books, videos, a bicycle,
professonal sports events, concerts, plays, Y memberships, camps, and vacations. Some
of these were purchased with funds from the Medicaid waiver; others were purchased with

county funds.

* Another controversial issue is paying relatives for support.

One family was able to pay $7.00 to $8.00 per hour for relatives to engage in a
recreational activity with a young adult who does not need physical care. Another family
was able to pay the mother the money that was allocated for the DT&H program so she
could quit her job and care for her daughter. In another county, a family lamented that
the mother does not have the option to use her child care money to quit her job and pay
hersdlf to take care of her child. Some of the situations such as these seem to make good
sense, others are questionable. It will be a challenge for the state and counties to sort out
which are an appropriate use of public money and which may create undesred public

controver sy.
Consumer and Family Education and Support for Self-Determination

The designers and implemented of the Self-Determination Project placed a high
priority on providing information and support for consumers and families so they would
be able to exercise control over their supports. Project implementers conducted a range
of activities and produced several products to inform and educate consumers and families
about the project and the kinds of options it afforded. Many of these products were
developed jointly with input from project staff of the Minnesota Department of Human
Services and gtaff from the three participating counties. Other materials were developed
and training events were held at the county level in each of the three participating
counties. The purpose of these materials and activities was to ensure that consumers and
families had sufficient skills and information to: 1) articulate their desires and
expectations in arranging supports, 2) select providers and arrange supports according to
their preferences, and 3) define quality for themselves and evaluate their own supports.



There were four primary methods used to assist persons with disabilities and their
families to learn how to use the project as a way to gain greater control over their
supports and their lives. Activities included orientation meetings, networking events, and
individualized supports. In addition, several educational products were produced. Each of
the consumer education products was evaluated by groups of consumers facilitated by the
project evaluators.

Orientation Meetings

In each of the three counties, orientation meetings were held for consumers and
families to explain the project and what it would mean to become a participant. Each
county worked closely with local advocacy organizations for persons with developmental
disabilities, including Arc and People Firg, to publicize and host meetings. Two counties
gave a portion of their project funds to Arc and People Firg to make them partnersin
this activity. The third county used the Sdf-Determination Project as a means to assist
the community in revitalizing its inactive Arc chapter and to initiate a People Firg self-
advocacy organization with the local project coordinator acting as a co-advisor. Later
United Way funds were secured to support an advisor. Mogt of the people with whom we
talked had been to an orientation meeting. All felt that they had been helpful in
providing an overview of the project.

Networking Events

Two of the three counties held periodic meetings for consumers and families in
the project to meet together, share stories of their successes and struggles, and possibly
assist one another in problem solving or forming support networks. One county did not
have such an event until the third year of the project. Prior to that, many of the people
that we interviewed talked about the need for such an event. They wanted an opportunity
to learn from other people about what might be done to individualize supports. In the
counties where the meetings were held from the gart, people appreciated having them
available whether or not they had found them personally helpful. A conservator noted
that there was good interaction between the self-advocates who attended. At least one
person thought it would be more helpful if separate meetings were held for those who
planned supports for a child as opposed to an adult.



Individualized Support

A great deal of training occurred in individual meetings between consumers and/or

family members and ether the local project coordinator or their county case manager.
Many consumers and family members reported these individual and informal meetings
were their most frequent means of receiving information and support. Thiswas a
preferred support method for many project participants since information could be
presented in the context of their goals and current stuation. As the result of such
support, some families reported that they felt that their county had not only supported
them, but also had been a partner with them in designing alter native supports.

Education Products

Several education products were produced by the project participants. They
included:
Video: Person-Centered Thinking: Supporting Self-Deter mination. This video

introduced the concept of self-determination as it relates to persons with developmental
disabilities. It used short vignettes that demonstrated consumers and families exercising
sdlf-determination in several ways, such as participating in person-centering planning
meetings, using an individual budget to select and purchase supports, and participating in
self-advocacy events.

Fact Sheets on Sdf-Determination Topics. Blue Earth County created five one-

page fact sheets that described particular aspects of using the service system for persons
with developmental disabilities. Each fact sheet described a single topic. The topics
included: "Money and Budgets,” "Your Case Manager,” " Your Team," " Person-Centered
Planning," and " Be Informed."

It's Mv Lifel A Handbook for People with Developmental Disabilities and Their
Families. Blue Earth County produced this fourteen-page booklet that is intended to

assist persons to think about the kind of life they want. Clip-art images are used to
demondgrated several living options, employment options, leisure options, and support
options. The final part of this booklet introduces ideas about how individuals and families
can use social services and other support systems to arrange the kind of life they desire.
Person-Centered Thinking: Supporting Cultural Competence. This two-page

interview guide created by Minnesota DHS staff seems to be intended to assist support



peopleto learn about an individual's cultural beliefs in a respectful manner. It was still in
a developmental stage as the evaluation of support materials was concluding.
Metro Provider Guide. This book is intended to describe the many types of

support that are available to persons with disabilities. 1t also provides " yellow pages' of
agencies and individuals that provide each type of support in the seven county metro area
surrounding Minneapolis-St. Paul, Minnesota. At the time the evaluation was concluding,
the initial section describing support options had been completed, but the " yellow pages'
were not yet available.

Housing Guide. Thisisa 16-page guide that describes many options persons with
developmental disabilities may consider in deciding where to live. These included options
such as whether to purchase a home or rent, whether or not to have housemates, etc.
The guide includes ideas about pursuing these options, such as initial ideas about obtaining
a mortgage.

Finding the Support You Need. This is a detailed manual mostly targeted to
individuals and families who were interested in arranging supports outside of a traditional

provider agency. It contains information about issues such as hiring people, and payroll
and tax withholding practices that come into play when consumers and families choose to
become employers. It is designed to be used in conjunction with the support of a case
manager or service coordinator to facilitate understanding of the information. In order
to prevent people from fedling overwhelmed, the manual is designed to allow only those
sections that of interest to the person or family to be shared.

These educational materials were evaluated by self-advocates and family
members, and the evaluation reports for each product are included as Appendix C to this
report. The three major criteria used in evaluating the consumer education material were:
1) the degree to which the material was respectful to all people, including both men and
women, persons of all cultural backgrounds, and persons with a range of disabilities
including both type and level of severity,

2) the degree to which the material could be expected to be undergandable for its
intended audience, and

3) the degreeto which the material would be useful to people in gaining increased self-
determination.

Most of the consumer education materials were evaluated by three review panels that

consisted of four to six members each. Two of the pands consisted completely of people

who had developmental disabilities, and the third pand additionally included one parent



and one direct support gaff. Evauation participants were given a smal honorarium for
their contribution.

Emerging issues and recommendations related to consumer and family education
and support for self-determination are as follows:

» Familieswho participatedinthe project were eager to have self-determination
awareness expand.

All of the families that we talked to were enthusiastic about the possibilities in a
support system based on sdf-determination and were eager for other families to have this
knowledge. An advocate that we talked to didn't think that people (providers, case
managers, families) were getting information about the new opportunities and
expectations as fast as she would like. She wanted to see greater efforts to increase
awareness of families about sdf-determination, particularly families who are new to the
system and young families.

» Greater effort should be expended on training and technical assistance aimed at
changing theattitudesand practicesof case managersand service providers.

Many of the people whom we talked to were disgppointed by what they perceived
to be a smdl degree of change in the attitudes and practices of service providers and case
managers. They fdt that this was the county's responsibility, and many people felt that
not enough had been done. Jean's mother, for example, had been unsuccessful at trying to
get the resdentiad provider to make some changes. She asked her county to advocate on
Jean's behalf because she felt the county hed greater power. She was disappointed that her
county seemed to fed that this was the family's role under a sysem based on df-
determination. (The county coordinator felt that they had offered to arrange a meeting
for her, the provider, and the county to help resolve the issue.) Many individuas and
families who have been accustomed to traditional services may need considerable
transitional support from their counties before they can be insrumenta a changing
provider's attitudes and practices.

* Most consumersand families prefer to get their information on anindividual,
informal, and "as needed" basis.
Although there were exceptions, few of the people whom we interviewed were
enthusiastic about the comprehensive manual, Finding the Support You Need.




Information and networking meetings were ranked higher, but many people found them
to be of limited help. What they were enthusiastic about was the individud, informa help
they were able to obtain when they needed it. Mogt often, this help came from a project
coordinator, but sometimes it was also available from a case manager. An advantage of
this approach is that families are less apt to be overwhelmed by the amount of
chalenging information that they think they need to master and become discouraged
from making changes. In addition, individua learning preferences and styles can be
accommodated with an individual approach.

Although many persons with developmentd disabilities find group information
and training events, such as self-advocacy group meetings, to be helpful sources of
information, Michelle preferred to receive information about her options in other ways.
While Michelle's case manager told the evauators that Michelle had attended a People
First sdlf-advocacy group meeting, Michelle did not remember it. When we showed
Michelle the Fact Sheets on Sdf-Determination created by her county however, she said
they looked very helpful and asked if she could keep them. Although Michelle was
planning on attending an upcoming training event on self-advocacy, she seemed much
more interested in receiving the information through one to one meetings with her case
manager, or through printed materid she could read and hold on to. This was verified by
Michelle's mother who said Michelle had never enjoyed group activities and preferred
individua activities.

» There should be an information substitute for the project coordinators after the project
funding is gone.

Because consumers and families made extensve use of the loca project
coordinators for their information, losing them at the concluson of the project will leave
a large void that may threaten the future of self-determination. Perhaps Arc chapters
could use the products that were produced by the project and be an officid source of
information for consumers and families who want to try alternative arrangements to
increase sdlf-determination. Some of the information will need to come from the
counties, however, so efforts should continue to enable case managers to provide this
assistance.



» Support activitiesand productsthat are designed to increase sel f-deter mination should
includeinfor mation about advocacy.

Whether or not families are credting aternative support arrangements, they
wanted more information and training about advocacy. They wanted to know how to
advocate with traditional support providers, and they wanted to know when and how to
use professona advocacy services.

» Materialsfor self-advocates should present both the benefits and the challenges of
support options.

Many of the sdf-advocates who reviewed the materias produced in the project
for consumer education said that they felt they were being "sold." They would like
information presented objectively so they, with whatever support people they choose,
can make their own decisions.

» Materialsfor self-advocates should be availablein alter native formats.

Severd of the consumer product reviewers had suggestions about alternative
formats in which they would like to see the materids available. Audio tape recordings
would be relatively easy to produce and make widely available. One person creatively
suggested a video tape verson be produced of the Provider Guide.

» Salf-advocates should be used for future evaluations of educational materialsfor which
they arethe primary audience.

As can be seen from the individua product evauations in Appendix C to this
report, the salf-advocates who reviewed these products had many creeative and insghtful
recommendations about how they could be improved. Sdf-advocates seemed to
appreciate being asked to participate in these evauations, and they were very willing to
contribute even when it meant coming back for a second meeting. Every evauator
contributed ideas about how the products could be improved.

» Group evaluationsthat start with an open-ended discussion and then move on to
individual criteria seemed towork best.

Lessons were learned about using self-advocates to review educationa products
over consecutive sessions. It seemed to work well to begin with an open-ended discussion
in which people could say whatever they wanted about the product and then move on to a
discusson of more specific criteria. Using a group process produced a vauable synergy



that seemed to simulate more creative ideas. However, it was important for the
facilitator to seek out individual perspectives and to encourage people with divergent
opinions not to acquiesce to the group.

Monitoring and Assuring Quality

One of the tasks specified for this evaluation was to " evaluate local project sites
quality assurance plans and their quality assurance plan implementation to determine the
degree to which consumer-based outcomes were achieved." We found that, over the
course of the project, participants thinking evolved from an intention to develop
alternatives to dandard quality assurance methodologies to a quite different
conceptualization of what government's role in assuring quality should be.

Early in the project, each of the three participating counties had plans to develop
a formal outcome-based quality assurance methodology which would be designed to ensure
that the expectations of a support system based on sdf-determination were being met.
Dakota County planned to model their methodology after an interview protocol used by
their Interagency Early Intervention Committee (I1EIC), which reviewed a sample of
consumers for the presence of selected outcomes. Blue Earth County assigned a
workgroup to develop their quality assurance methodology and requested variances to
Minnesota's new consolidated licensing rule to allow greater flexibility in this plan.
Olmsted County already had a major quality assurance redesign underway in the Region X
Quality Assurance Initiative, which had secured funding and legislative authorization to
subgtitute this methodology for existing licensing processes. (At the conclusion of the
Sef-Determination Project, the Region X quality assurance methodology has begun
implementation, but none of the consumers enralled in the Self-Determination Project
have been focus people for these reviews.)

Ancther early effort was a draft of a general quality assurance framework that a
project-wide group developed to guide local quality assurance development. In this
document, quality was defined as a multidimensional construct that included a) assurance
of basic health and safety, b) definition and achievement of personal outcomes, c¢) self-
evaluation and sdf-correction by support systems, and d) compliance with regulations.

As the Sdf-Determination Project progressed, however, participants began to
redefine what they thought quality meant and began to conceive of " quality assurance' as
something quite different than originally envisioned. A group of project participants,



consisting of the project coordinators, a parent, and a self-advocate, was brought together
to discuss what they had learned about quality and quality assurance in a support system
based on sdf-determination. This group felt that what is quality varies from person to
person and from day to day, that it is not an outcome but the process of living one's life
in a way that is individually determined and personally satisfying. As such, quality can not
be globally defined; it cannot be measured, except in relation to the person's definition of
quality; and it cannot be assured.

Given this concept of quality, the group saw the function of government as not
to assure quality, but to carry out these three responsibilities: 1) to safeguard basic health
and safety of vulnerable people who are receiving gover nment-funded support, 2) to
ensure that tax dollars are used defensibly, and 3) to provide sufficient information to
consumers so that they can articulate their desires and expectations, select appropriate
providers, and evaluate their own services. In this conceptualization, consumers and those
that support them are responsible for assuring the quality of their own services by
specifying what they want from their provider and changing providers, or threatening to,
if the service does not meet their expectations.

The expectations for a service provider in this system are thus twofold: to meet
minimum gtandards established and monitored by government entities and to satisfy
individual consumers expectations. This group explained that these expectations for
service providers could be thought of as an upside down triangle. Thetip at the
foundation represents the minimal gandards established by the government funder and
the vast majority of the triangle represents the individual consumer's expectations. (See
figure 1)

~ consumer expectations

~ minimum government sandards

Figure 1. Expectations of a paid support provider

In this system based on sdf-determination, government entities fulfill their three
responsibilities in a variety of ways, some of which are already established and some of



which are new to a sdf-determination system. Existing methods of ensuring basic health
and safety on the individual level include the individual support plan and the risk
management plan. Assuring minimum health and safety sandards across the system is
done through licensing and contracting procedures, although these project participants
would eliminate some of the licensing gandards that are beyond what they would consider
"minimal." Other system-wide methods are the Vulnerable Adult Rule and the rule
governing aversive and deprivation behavior management procedures. The second
responsibility of government, using tax money in a defensible manner, has traditionally
not been a major issue beyond flagrant misuse of funds, and government has not been held
to a high level of accountability in this area. As funds become controlled by consumersto
use in individually determined ways, however, the potential for backlash increases and this
becomes a major consideration. The third responsibility, to provide sufficient

information to consumers so that they can articulate their desires and expectations,
select appropriate providers, and evaluate their own services, also becomes more salient
in a salf-determination-based system. As consumers hire and fire their own providers, it
becomes necessary for them to be able to obtain information beyond their own
experience.

As the project counties have developed sdf-determination systems, they have
not only identified these responsibilities but have begun to develop responses to them. To
fulfill their responsibility to ensure basic health and safety and yet support self-
determination, one county has responded to individual plans that involve risk with the
dtipulation that any possible consequence must be something that the person and his or
her support network can live with. This is meant to take the responsbility and authority
away from the county and allow consumers and their support networks to assume them.
Although this gipulation is vague, it does encourage discussion of the possible
consequences and how they might be handled.

To fulfill the responsbility to assure defensible use of tax money, all three of the
counties are developing methods to decide what expenditures should be approved in the
individually controlled budgets and how these expectations should be monitored. There
has been considerable tension inherent in these decisions and these procedures have
evolved considerably over the life of the project. They are discussed in more depth in the
section on individual budgets.

The third responsibility, to provide sufficient information to consumers so that
they can articulate their desires and expectations, select appropriate providers, and



evauate their own services, has been a mgor activity as the sysem shifts to
accommodate self-determination. Project counties have held information meetings and
information sharing gatherings. They have organized People First groups and provided
sef-advocacy training. They have contracted with loca Arc chapters to provide
information meetings and individuaized support, and they have produced consumer
education products such as a video, resource guides, and county specific brochures. Many
of these resources have been evauated and are described in Appendix C of this report.

Emerging issues and recommendations related to monitoring and assuring quality
in a system based on sdf-determination are as follows:

* Theprimary evaluator of support quality should bethe individual consumer and hisor
her support network.

The individua who uses a service is the best judge of whether or not that service
is of acceptable qudity. However, in order to have that information acted upon, most
people who use services need an externa monitor or an advocate to mediate for them.
Support network members who know the person well and are in frequent contact with the
person may be in a sgnificantly better position to evauate qudity than external
monitors are. They often know from a historica and intimate perspective how to read
their behaviors and interpret their verba reports.

* |If support network members are empowered to monitor the quality of the servicetheir
focus per son receives, they need to be promptly informed of all availablerelevant
information.

Support network members can play an important role in monitoring services, but
their effectiveness is limited by the information they have available. Linda's guardian
was notified of some serious medica adminigtration errors involving Linda only after the
provider received an officid citation. Severd months &fter the fact, he still had not been
officidly notified of a discrepancy in Lindas funds that was discovered in a licensing
review. He visits her, attends her planning meetings, and receives copies of all incident
reports in an attempt to monitor the quality of her services. It is important to him to
know when a concern with the agency's services has been discovered.



 Ifaconsumer does not have support network member s that can adequately monitor
their services, asubstitute should be provided.

In the current system, consumers who do not have non-paid support people who
are active in their lives must depend on a case manager to advocate for their needs if the
service providers fal them. Jean's sister, who has observed Jean's housemates for 30
years, expressed concern about the quality of case management as it affects the quality of
services that consumers receive. Many of the women that Jean has lived with are in their
30's and 40's and have no family involvement. For these people, the case manager is
often the only person outside of paid providers who can advocate on their behdf. When
the case manager is not active or assertive, the individud is left with no one. She hopes
that changes in the sysem as sdf-determination becomes the norm will provide
acceptable dternatives so that all consumers have an advocate monitoring the quality of
their support.

» People'sassessment of the quality of a service is sometimes based on "on the best that
can be hoped for inthisenvironment. "
Ruth's conservator said, "If Ruth is happy, that's the best | can hope for." Since
Ruth has a naturaly hgppy disposition, that is not a difficult level of quaity to attain.
However, the conservator also fet that Ruth lives in a very ingppropriate facility and
was even concerned about her safety there. There is a need to continue to raise the
expectations of consumers and their support people about the level of quality that they
have a right to expect. There is also a need for a prompt sysem response when these
expectations are not met.

* Creativethinking can support increased sel f-deter mination without compromising
health and safety.

Dick's employer gave him free pizza for his lunch everyday and Dick began to
gan weight. His team had serious concerns about this because of his family medica
history but realized that Dick had no interest in turning down free pizza. Support network
members decided to try to offset the effects of the free pizza by encouraging Dick to
wak to work and offering choices of lighter medls a home.



» Hiringindividual, informal support providersshiftstheresponsibility for assuring
quality fromaprovider agency to theindividual's support network

Although a support provider is known to and trusted by the family, providing
support that meets the family's definition of quality may not be their priority. Troy's
former PCA had been very close to Troy and had been very involved and supportive in
the person-centered planning process. Troy and his mother wanted him to have
community employment, and the former PCA, who was starting her own business, agreed
to provide vocationa service to him one day per week in her office. This was later
increased to two days a week. The mother and the case manager became concerned after
dropping in only to find Troy unoccupied when they expected him to be working. They
asked the provider to give them a description of what Troy would be doing at her office,
which she never produced. Shortly after, she told the case manager that she could no
longer provide service to Troy because she was having back trouble. She did not return
cals from Troy's mother and has had no further involvement. If this direct support
provider had been working through an agency, there would have been more oversight and
an administrator to serve as a mediator.

» Assertivenessincreaseswhen peoplearelistenedto.

As people have success tating their wishes, they will be encouraged to increase
their self-advocacy. Because Dick asked for his dream job and got it, his case manager
fdt that he learned that it can make a difference if he speaks up about the things he
wants. Previoudly, she said, the team members monitored the quality of Dick's services
and "sort of guessed a what he wanted and what worked well for him." Now, Dick
regularly brings up concerns and the case manager felt that people genuinely listen. The
case manager sad that the team is "pretty diligent about passing on and acting on the
things Dick is saying." There is still work to do, however, as the evaluator observed
Dick's gaff dismissing some of his stated desires as "too expensive for him."

* Quality servicesequatesto alargeextent to quality staff.

Most of the discussions that we had with people about qudity involved talk about
direct support gaff. Qudity services means having saff who have the skills needed to
appropriately support the consumer, who are attentive to the person's physical and
emotiona needs, and who are responsible. It aso means having adequate numbers of
support staff and that staff will show up when they are scheduled to work. The Metro



Provider Guide recognizes this and provides information about saffing to consumers who
are shopping for services. This recognition should be expanded to other future quaity
assurance endeavors.

» Assessing consumer satisfaction shouldinvolve ongoing solicitation of complaints.

Michelle sad her primary means of telling people if she was not satisfied with her
services was to wait for her next team meeting. She was aware that she could cal a specia
meeting if she wanted to but sad in most cases she would just wait for the next one. She
saw this as the only way to change something at her residence but fdt she had more
options for registering complaints a work. She said she would rarely do so, however,
because there was so much "red tape" involved. If providers are to get the feedback they
need from people like Michelle, they mugt find ways to solicit it regularly, not waiting for
people to complain. By her next planning meeting, Michelle may have forgotten the
source of her dissatisfaction.

» Consider the prevention of abuse and neglect the basic governmental responsibility
rather than maintaining health and safety.

The consensus of the focus group on quality was that ensuring hedth and safety
should be the primary responsbility of government to vulnerable people for whom it
purchases support. The government's responsibility should be to ensure service providers
do not place the consumer at risk of abuse or neglect. This includes requiring service
providers to ensure that hedth and safety is not compromised in the delivery of services.
Providers in turn, must ensure that consumers are not abused by staff members and that
they are not neglected by poor hedlth care or unsafe living conditions. If consumers
choose to engage in behaviors that jeopardize their hedth and safety, providers have a
responsibility to support consumers to understand the consequences of their behaviors as
well as ensure that consumers have the knowledge they need to make informed choices.
Thinking of hedth and safety as processes alows consumers who are capable of making
informed choices to decide for themsalves how they are going to live their lives. It also
frees providers from the notion that they are responsible for all of a person's life, which
leads to over-protection and control.



* Planning is a necessary precursor to quality outcomes.

A service cannot meet an individualized definition of quality unless the
expectations are specified up front, the service is planned around that definition, and
monitoring to ensure that service outcomes are achieved occurs. Therefore, it is
imperative that service planning and service evaluation be linked for each individual
consumer.

» Developing new methods of quality assurance for a service system based on self-
determination must involve regulatory reform.

Quegtionnaire respondents were asked to what extent they think that current
licensing standards and procedures impact the principles of self-determination. Thirty-
five percent thought that licensing sandards and monitoring procedures impede self-
determination to a great extent and another 53% to some extent. The programs that
they mentioned most frequently were ICF/MR and DT&H. Some also felt that
interpretations of rules may sometimes be more limiting than necessary.

Changing Roles: Providers and Community

Another strategy was to support persons both inside and outside of the traditional
service system to begin rethinking their roles to allow consumers and families to exercise
greater control over their supports. The role of government began changing, as described
above, to provide individual budgets rather than programs and to support consumers to
specify what they wanted from their service provider and evaluate quality for themselves.
In addition, the role of service providers began changing to that of a supporter and
facilitator rather than a director and decison-maker. Service providers were expected to
dart thinking about " unbundling” their programs and individualizing supports. One more
role change was addressed in the project. Project designers and implementers hoped that
the community would take a gronger role in including and supporting people with
developmental disabilities. To this end, they conducted training for support providers,
consumers, and families on facilitating this change. In addition, project activities included
efforts to facilitate culturally competent supports, to support consumer-controlled
housing, and to find natural support subgtitutes for state guardianship.

For all of the parties involved, changing to a service system based on self-
determination requires major role changes. Preparing for these changes is a process of



increasing understanding and awareness of what services cost, of where the control lies,
and of the possibilities of change. It was described by some project participants as a
"gradual cultural change" The role changes that county case managers must make are
described in the section on support planning and coordination. The section on individual
budgets describes role changes for counties and consumers and talks about the support that
they needed from the state DHS in order to make these changes. This section completes
the discussion of the role changes that are needed by stakeholders in the service delivery
system for people with developmental disabilities by focusing on service providers and
the community.

Changing Roles: Community

In all of the project counties, the primary efforts to increase options for
community involvement and inclusion were individually focused. In addition all of the
counties provided training for formal support providers on methods to facilitate inclusion
for the consumers whom they support.

Dakota County collaborated with the Dakota County Providers Training Group
to do ajoint workshop on " Building Inclusve Communities." Everyone who worked with
the service system was invited - families, consumers, providers, county, and advocacy.
They had a chili supper a few months later to follow up on people's progress in
implementing the training, and they had follow-up gatherings about every four months.
The trainees invited their friends to the supper.

Blue Earth sponsored several training activities designed to increase the system's
capacity to help people with developmental disabilities become more included in their
communities. Although there have been no concrete results, there have been attitude
changes. These sessions did not include an action plan or a formal commitment to
proceed with learning.

For most of the people whom we interviewed, there was no evidence of activity
or concern for increased community incluson. Dave and Kathy's program goals and
activities seemed to continue in traditional ways. Preferred activities listed for both of
them included going for walks and Dave's program included an objective to " access the
community one day per week."

Dick became more involved in the community through hisjob at the Pizza Hut
gand at the local college. Now, he goes to the college to shoot pool aswell. Because of
his presence there, he has enjoyed many acquaintanceships with the students. According



to his direct support aff, however, there were no attempts to help develop these
relationships into lagting friendships. His case manager remained unconcer ned about
increasing Dick's connections to people in the community since he had many
relationships with " people like his gaff and housemates.”

Several people became more involved in the community after they developed an
individualized day program. Linda and Dorothy both freed up some of their time and
enjoyed individualized activities in the community for much of their day. They were also
able to use some of the monetary savings to finance ther activities.

"Original project intentions were to change community roles through three
gructured activities as well as through training and individual supports. These activities
were to support culturally competent supports, to facilitate consumer controlled housing
and to move people from gate guardianship to private guardianship or conservatorship.

Culturally competent supports. The counties did not do anything specific under
the auspices of the project to enable more culturally competent supports. It was decided
early in the project, that the state would contract for assistance in this area, but a request
for proposals process failed to yield any satisfactory proposals. Eventually, DHS
developed a Cultural Competence Guide, which is described and evaluated in Appendix C.

Housing. One method that project developers saw as facilitating the community
integration of people with developmental disabilities was to find alternatives to facility-
based support and find ways for consumersto control their own housing. A Housing
Guide was developed under the auspices of the project. This is a 16-page booklet that
outlines the housing options for people with developmental disabilities who need support.

The guide presents information on several options including purchasing a home, renting a
home, or renting an apartment using publicly subsidized or market rate options. This is
also described and evaluated in Appendix C.

Guardianship. One way that consumers become more a part of their communities
is to diminate their public guardianship status and have a private person who cares about
them become their guardian or conservator. Blue Earth had two information meetings to
provide information about public guardianship and the limitations that it places on
decision making by consumers and families. Olmsted also held three training sessions to
familiarize people with guardianship and conservatorship in Minnesota. That training
was presented by a DHS gaff, Arc, a lawyer, a private conservator, and county staff to



over 100 family members, individuals with disabilities, providers, case managers, and
others. It was reported to be highly successful.

All of the counties focused their primary efforts to eliminate state guardianship
on individual consumers for whom it was applicable. The firs step was to look for a
family member or a friend to assume this function. Frequently, a former direct support
staff who had maintained contact with a consumer was willing to become a conservator.
When efforts to find informal support persons to become conservators were exhausted,
counties turned to paid conservators. Olmsted and Dakota have been doing this, and Blue
Earth recently received nine proposals in response to their proposal for paid
conservators. Olmsted reported that their efforts to eliminate public guardianship
resulted in 20-30 persons who changed to a private conservator. Blue Earth reported
that their efforts have yielded 13 persons finding private conservator options.

Changing Roles: Providers

Dakota County. Dakota County worked with existing providers to help them
change their role to facilitate self-determination. They had a separate orientation for
service providers at the beginning of the project. The director of the DD Division spoke
with providers at a meeting titled " Self Determination: Implications for Providers." He
discussed the changing roles, rules, and relationships and asked that they first look at how
something might be done and not just say no.

In Dakota County, service providers serve on the steering committee to provide
guidance for the Sdf-Determination Project. In addition, the county developed a
collaboration with the Dakota County Providers Training Group, which consists of
providers and county representatives, to decide how to spend the project training budget.

A primary drategy for facilitating role changes for providers, however, was for
the project coordinator or other county staff to work with them individually to facilitate
flexibility for particular individuals, e.g., adjusting to having people attend the DT&H
part-time. In this process, they were able to encourage the provider to view their role as
support and facilitation rather than as of director and decision maker. They also found a
need to clarify licensing expectations and clear up misunder standings.

Olmsted County. Olmsted County provided training and support to providers to

aid them in trandgtioning to a role of supporting people rather than operating programs.

They also partnered with specific agencies who volunteered to be involved in project



activities and have worked with them on a one-to-one basis around individual consumers
needs.

Informational sessions for providers were held during which project staff reviewed
the various system change efforts with which the county was involved. In addition,
project coordinators spoke at providers meetings. They brought in a trainer to provide
formal training on sdf-determination and to discuss how the role of support staff changes
when sdlf-determination principles are applied. A total of 120 people (not just providers)
were trained.

Olmsted County partnered with Arc to resart a provider group that stopped
meeting a few years ago. This group is a means to share information on how systems are
changing and allows providers to support each other in adapting to the changes. It is lead
by an Arc advocate, rather than by the county, which keeps the focus neutral.

The county also partnered with service providers regarding training to enhance
the change to sdlf-determination and individual budgets and dealing with these changes.
Early in the project, they sent a letter to providers requesting volunteers and four
responded. At the end of the project, the county coordinator felt that all providers were
actively partnering with the county to make sdf-determination the norm. In addition,
service providers serve on the Advisory Committee to provide guidance for the Self-
Determination project.

Ancther primary strategy was to work with providers on a one-to-one basis to
develop individualized supports for someone they serve. This proved to be quite
successful not only in changing that individual's support, but also in stimulating providers
to "think outside the box."

Olmsted chose not put a great deal of effort into recruiting new formal provider
organizations. Ingead they focused on helping current organizations rethink how they do
business.

Although Olmsted does not have a formal plan to close ICFYMR, they actively
supported providers to close two ICFs in the past year—one for 20 people, the other for
six. Olmsted initiated an effort to downsize one of their 15 bed ICFs, but it has not
progressed largely because the provider is not completely behind the idea. Another
provider also initiated discussions and plans to downsize their current 40 bed ICF. The
county is very supportive of this effort and will be working closely with the provider to
assure that the individual needs of current resdents are met.



Blue Earth County. Blue Earth facilitated role change for service providers in

several ways. Service provider agency staff are included as part of the local project
advisory council. The project coordinator met individually with service providers and
school digrict staff to educate them about the demongration and to encourage them to
pass information on to consumers and families. She also held regular roundtable
discussions to provide education and support to direct service gaff. In addition, service
provider agency staff received training in using person-centered approaches to service
planning with consumers and families.

A primary need for Blue Earth was to develop an alternative to the only DT&H
program in town so that consumer could have a choice of provider. Two very recent
efforts are promising. A group of parents and teachers have developed a Saturday leisure
program for people with developmental disabilities to try different types of art activities.
The long-term goal of this group is to market their products either through a storefront
or on a consgnment basis with local boutiques. They are also hoping that it will
eventually become a center for artists with and without disabilities. The other effort is
working with a metro-area provider to develop an alternative work support program.
This is expected to culminate in a contract to develop a "DT&H without walls." The
County also is working with the local vocational provider around individualizing rates.

Blue Earth ill has a 44-bed ICF/MR and two 15-bed ICFSMR. Downsizing has
not become an adminigtrative priority in large part because of a generalized labor
shortage in the area and concerns about being able to adequately staff smaller homes.

Emerging issues and recommendations related to changing provider and
community roles to support a syssem based on self-determination are as follows:

* Working individually with providers to make changes requested by individual
consumers has worked well.

One of the principles in the "Framework for Provider Support" was to provide
education and training on an individual basis as it relates to the individualized needs of the
consumer. This seems to have worked well. Many providers who served the consumers
that we talked to had made changes (e.g., staff schedule changes, allowance for part-time
employment) to accommodate ther requests.



» DHSand counties should work with provider organizations(e.g. ARRM,
MnDACA.MnHab) to facilitate devel oping their own methodstotransitiontoa service
systembased on self-deter mination.

Origind project plans to facilitate peer support for service providers were lauded
by the respondents to the logic models cited in Report 1 (Appendix A). These
respondents aso stressed that providers will need a lot of training and technical assistance
in thelr trangtion to accommodate consumer self-determination. Project counties have
had some information and training sessions for providers, but much more needs to be
done in this area.

» Existing traditional service providersare needed and should be supported to make the
transition to self-determination.

Severd family members expressed the view that there were not many feasble
aternatives to traditiona providers, particularly with facility-based supports. They
wanted help to change the support their loved one was receiving with these providers.
The notion that providers who do not provide responsive, consumer-directed supports
will go out of business is probably not redistic, a least in the near future. Until they do,
many consumers will be receiving support from them and have aright to take advantage
of some of the benefits of sdf-determination principles. The origina Self-Determination
Project in New Hampshire made a commitment to not let existing service providers fail
as long as they maintained consistency with the guiding principles. They fet that
providers who were experiencing the volatility of change, who were willing to give up
control and reevaluate their role, needed and deserved to be supported through the
transition. This suggestion applies to al providers, but may be particularly helpful to
ensure that large ICFSMR, are downsized and that the consumers who live there receive
support that is appropriate to their needs.

» Consider providing, at thestate or county level, assistance, flexibility, and start-up
support to establish new, innovative programs.

Origina intentions for the project were to develop and utilize aternative support
arrangements. Dakota County holds monthly sessions for individuas interested in
developing innovative supports. More needs to be done in this area as families perceive
that they have little choice without taking on the daunting task of developing and
managing their own programs. The DD Community Workgroup, which was cited in



Report 1, recommended that government entities play a role in supporting this
development.

» Offer support and technical assistanceto providerstoworkwithin current regulations
to find waysto promote self-determination.

Some respondents to the Feedback Questionnaire pointed out that service
providers (and others) often have a perception of regulations that is more limiting than it
needs to be. These misperceptions are the result of common assumptions that have
existed for years and have become "truth" in many people's minds. There needs to be a
concerted effort to assist providers and others to reexamine these regulations and to work
within them until they can be changed (if they should be). Part of this effort should be to
provide a "user-friendly” process to request variances when they are appropriate.

» Countiesshould ensurethat thereisat least some choice of providers.

While the Sdf-Determination Project afforded consumers and families to create
new support options, it remains important that counties assist in making options
available. There was consumer dissatisfaction in one county because there was only one
DT & H provider. Two families were unhappy with this provider's lack of commitment
to developing community jobs, and they were frudrated by the lack of dternatives. One
person was particularly unhgppy when she requested an evauation from the Department
of Rehabilitation Services, and was told that this same provider, with whom she was
dissatisfied, was the only agency with whom the county could contract for an evaluation.
(This county expects to findize a contract soon with another provider who will provide
an dternative.)

» PC Aandin-home support agencies may be of more useto familiesif they were freed of
someof their regulatory restrictions.

Many of the functions of agencies that provide in-home support saff are till
needed. One of the stated needs of families who were hiring their own in-home support
daff was a list of people who might be interested in working for them. They would also
like for these people to be pre-screened. Most of these families are also using an agency
as an employer-of-record. The state should investigate whether most of the other
functions that in-home support agencies perform, which are not needed or wanted by
families, are provided because of unnecessary regulations. It's possible that with



regulatory reform, these agencies could flexibly provide what families need without
costing much more than an employer-of-record.

* Developing community capacity to include and support people with developmental
disabilities should be a focusin thefuture.

The New Hampshire Sdf-Determination Project placed a heavy emphasis on
"helping the community to define itsalf better, as a richer and diverse place." Many of
the respondents quoted in Report | fdt that activities to encourage natural supports were
missing from the project plans. This should be a priority in future efforts to promote
self-determination.
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Minnesotais in the process of implementing a SAf Determination Project funded by
the Robert Wood Johnson Foundation (RWJF). Sdf determination, asit is concelved in
this project, is based on the principles of freedomto plan and live alife; support, formd
and informdl, to live the life one chooses; authority over the resources, both forma and
informal, that will assst the person to live the life she chooses, and responsibility for
accepting the benefits and risks for choices meade and accountability for spending public
money in ways that assure hedth and safety and that are life enhancing. A formative
evauation has been conducted to assessthe potentid of the project structure and work plan
to accomplish project goas and promote saif determination principles. Thisisareport on
that evaluation.

To evauate the potentid of the project structure and work plan to accomplish
project gods and promote sdf determination principles, we interviewed sate and loca
project coordinators, obtained and reviewed many project documents, and constructed
program logic modds of the overd| state levd project structure and work plan and of each
of the county structures and work plans. We solicited feedback on these models from
goproximately 25 nationd and date "experts' on ether sdf determination or system change
and people with generd expertise in the developmentd disabilities field. Follow-up was
done by apost card and a subsequent telephone call. Some feedback was eventualy
obtained via atelephone interview. We ultimatdly recaived input from nine respondents in
addition to members of the evauation team. These respondents included:

AngedlaAmado, U of MN

Bob Brick, MN Arc

Ellen Cummings, Consultant, New Hampshire

Marc Fenton, Consultant, M assachusetts

Amy Hewitt, U of MN

Tom JoliCeur, Hennepin County

Sherri Larson, U of MN

Na'tAior_ld Plrogram Office for Independent Choices, Nationa Council on the
ging, Inc.

Bob Prouty, U of MN

Recommendations contained in this report were dso based on information contained in
various postion statements, reports and publications on the nascent sysem change in the
developmentd disabilities fiedd. These incdluded

» Findings from the evauation of the Minnesota Performance Based Contracting Project.
*  Independent Evaduation of the Monadnock SAf Determination Project.

» LiveFreeor Die A Quditaive Andyds of Sysem Change in the Monadnock SdIf
Determination Project.



* Beyond Managed Care, and Beyond Managed Care |l (both published by the
Universty of New Hampshire) and

»  Kegping the Promise: Managed Care and People with Disabilities (A record of the
process and recommendations of Minnesota's DD Community Stakeholders Group,
published by ANCOR)

Implementing a program amed a supporting saf determination isanew activity in
Minnesota as well as e sewhere around the country. Even generd system change, of much
ggnificance, is uncommon. Y ou, as participants in the Minnesota RWJF Sdf
Determination Project, are in the forefront of these efforts. As such, there are not many
people out there who have gone before and can tell you what should be done or what will
work or will not work. Much of the feedback that we received from the "experts’ wasin
the form of a question, e.g., "Would it work to..." "Does there need to be..." Many of the
"experts' goproached their review of the models with an expectation of what they can learn
from us, e.g., "While many (entities) have promoted consumer choice of providers, few
have rdinquished fiscal controls. We are mogt curious whet will result in terms of
changing perceptions and reationships." Additionally, some of the feedback that we
recelved was contradictory, e.g., one person suggested developing a project-wide work
group to develop a Single Plan and coordinating those efforts with other groups in the Sate
who are working on Single Plans. On the other hand, another person said, "Beware of the
time invested in developing asingle plan ISP. Do you want people'stime and energy
invested in more paperwork or in helping people get what they want? So what if it'sa
gngle plan for the same dld life?" In addition to the difficulty in finding people with "the
answers," the efort is complicated by the need for changes to fit the context (both
geographic and culturd) in which they are implemented as wdl asthe need to design those
changesin away that facilitates ownership by the stakeholders,

In spite of the fact that there are no definite answers or perfect models to copy, we
have secured some suggestions from "experts' and other stakeholders, from other projects
(particularly the PBC), and from areview of the literature. The predominant themesin
those recommendations were:

» Collaboration for maximum effectiveness. Two primary reasons for
maximizing collaboraion were to increase effidency and to maximize the
bendfits of diversty. The latter was evidenced in recommendations to
collaborate with underserved minority populations, consumers, and direct
sarvice daf. The motive to increase effectivenesswas seen in
recommendations to collaborate with other date efforts, with al stakeholders a
locdl sites, and with generic community resources.

* Principle-based system. Many respondents mentioned operating on the
principles that have dready been devdoped (DHS, DD Stakeholders Group,



NH Sdf Determination Project) and perhaps consolideting them into a centrd
focus and evaduating al decisons againg the principles. Fairness and trust and
operaing on ethica sandards were stressed.

» Consumer empower ment. Man% of the comments were on keeping the
focus on the consumers and wheat their needs and desires are. Cautions were
issued about being sure person-centered planning and outcome-based quality
assurance are flexible and individudized. Developing accessble ad
gppropriate consumer support and education activities was stressed.

* Need to develop entirely new kinds of supports. Some ways to
support development of new supports were to provide outreach and technical
assstance to generic community providers, to provide the assstance, flexibility,
and start up support to establish new innovative programs, to help mi nont%y
groups develop provider agencies, to support change in exidi n? supports
working with provider agencies, unions, community colleges (for training),
registries, and to support legidative changes.

* Community Development. There were many references to promoting ties
with the community. Some things that were mentioned were facilitating access
to generic resources, facilitating community friendships, expanding support
networks, and encouraging natural supports.

There are more suggestions here then you could possibly implement. Indeed, one
respondent to the models of what you are doing now asked, "Is it redly possbleto do al
of thiswithin the time frame of the project?' But, of course, many of these
recommendations will be discarded, some new things can replace existing things, and some
things can be st asde for atention in another effort. You will, of course, need to accept
these as just suggestions and decide whether they fit or not. Some may be good, some
may stimulate other, better ideas, but we would guess the most value will come from using
the models and the suggestions as away for people in the project to review where they are
and to decide where they want to go.

As Dakota County tdlls their consumers before Sgning them up for the project, this
Isanew way of doing things and we'll dl be learning together~"If you're willing to take
thisride with us, you'rewelcome." Y ou have embarked on an adventure. You have alot
of support and good wishes but, unfortunately, no road map.

Thefirg two sections of this report lay out models of the work plans and structures
of the project a the state and locd levels. Section | is the overdl project work plan and
Section 11 isthe three locad work plans. The modes use as aframework outcomes that we
found either explicitly or implicitly in the project gods and work plans. The outcomes are:
I. Minnesota's Sdf Determination Project's success provides an impetus and a foundation
for amilar efforts across the state, [1. Service gpproaches meet the needs of the geographic
area being served, HI. Access and resources for service delivery for persons with smilar



needs are equitable, 1V. Individuas and families control their own resources, V.
Redesigned roles support loca community and consumer control, and VI. Qudity
assurance reflects locd community and consumer control. The Six outcomes are divided
into intermediate outcomes which are followed by activitiesthat are either taking place or
are planned a the project Stes in order to achieve the Sated intermediate and ultimate
outcomes. These models were developed to facilitate andyss of the logic of the project
plans and their potentid to attain the projected outcomes.

Thethird and find section of this report gives recommendations for possble
changes that project participants can consder making to the current models. These
recommendations and suggestions aso use the Sx ultimate outcomes and thelr intermediate
outcomes as a framework. Because there was alot of overlgp in the suggestions between
goplicahility to state or local projects and between gpplicahility to thethreelocd sites, dl
suggestions are combined under a given outcome.

We recommend that project participants and advisors use the program models to do
their own critique of the program logic and the potentia of these ectivities to reach these
dated outcomes. Additiondly, we recommend that project participants and advisors review
the recommendations and suggestions, not only to determine their gppropriateness for this
project a thistime, but aso to spark new ideas which may be more appropriate.



Minnesota Self Determination Project

Section 1
Over-all Project Work Plan and Structure

This section is divided into 6 ultimate outcomes the project hopesto
achieve. For each outcome, two or more intermediate outcomes are listed.
Under the intermediate outcomes are listed the activities thet the project is
planning to, or has aready carried out, both & the project-wide level and the
locdl level. Asyou review the activities, condder the potentia of these
activitiesto achieve these outcomes, i.e,

Activities Intermediate Ultimate
Outcomes Outcomes



|. The success of Minnesota's Self Determination Project
provides an impetus and a foundation
for similar efforts across the state.

Intermediate Outcomes:

A) Project implementation and outcomes are evauaed to refine project as needed.
B) Information about the principles, structure, work plan, and lessons learned in the project is
disseminated to encourage and support Smilar efforts

Project-wide Activities Additional Local Activities

The Project will: The Counties will:

Develop and use sdf determination principlest  *  Participate in project wide activities.

to support planning and implementing change.  *  Utilize project-developed principles and
Develop and use topica frameworks to guide frameworks in developing locdl activities.
individua activities.

Sat up and coordinate aWorkgroup ad

Committee structure to guide project activities

Develop and use aframework for

communication/public relations**

Use gtakehol ders and workgroups to evauate the

project on aquarterly basis. o o

Contract with independent project evauators to «Self Determination Principles

1) evauate the effectiveness of the project

structure, 2) evauate the effectiveness of » Freedom. The ahility of individuas, with
consumer support activities, 3) evaluate the fredy chosen family and/or friends, to plan and
impact of methodologies used to determine live alife with necessary support.

individual budgets, 4) evauate the effect of the  » Support. The arranging of resources, both

sdf determination project on the qudity of formd and informd, that will assist an individud
services and supports, 5) evauae whether the to live alife he or she chooses.

project structure could be transferable to » Authority. Individuals will control resources,
additional disability groups, and 6) coordinate both formd and informd, thet will assst them to
with the RW.JF evaluation contractor. live alife they choose.

Renegotiate and redesign traditiond roles of * Responshbility. Acceptance of the benefits
government administrative employees as and risks by an individud for choices made and
necessary to achieve project goals. accountability for spending public money in ways
Establish communication linking for project that assure hedlth and sdfety and that are life
participants (i.e., video conferencing, retreats, enhancing.

meetings).

Provide project presentations for interested

audiences.

**Eramework for Communication/Public Relations

1. The audience will have access to the principles of goals.

2. The audience will receive information about the project wide activities and regiond differences

3. Ample time for presentation/discussion isimportant to assure the audience understands the scope and
intent of saif determination.



II. Service approaches meet the needs
of the geographic area being served.

Intermediate Outcomes:
A) Locd entities have responghility for local resources and the implications for their use,
B) Locd entities, supported by the state, have expanded capecity to meet the needs of locd citizens.
C) Moreindividuasremain in theloca community.

Project-wide Activities Additional Local Activities
The Project will: The Counties will:
*  Pursue waver amendments to give locd entities «  Build outreach activities for families and
the respongibility to assure supports are consumers on inclusion and use of generic
consumer directed and there are provisons for 1) CoMMUNity resources.

consumer education and assgtance in the areas
of sdf determination and person centered
planning, 2) mechanisms which dlow
consumers to exercise control and responghility
over their supports, 3) outcome bassd qudity
assurance methods, and 4) more flexihility to
increase provider availability.

*  Providetraining and technical assgtance for
counties on options available under the waiver
amendments.

»  Provide technical assstance for counties to
andyze resources available for implementing
the MR/RC waiver amendments.

*  Provide for or arange for sysems
change/associated technical assgtance to
promote cregtive use of funds & the county
level.

»  Devdop links with others working on
increasing the availability of support persons to
meet consumer needs.



IIl1. Access and resources for service delivery for
persons with similar needs are equitable.

Intermediate Outcome:
A) A sysem for retiond resource dlocation are in place.

Project-wide Activities Additional Local Activities
The Project will: The Counties will:
»  Pursue options for block granting of funds. » Pilot the funding dlocation tool.
»  Develop options for pooling resources for * Andyzewalting lists to better develop services.
flexible use.

*  Devedop afunding alocation tool.

*  Deermineif methodologies are trandferable to
other funding streams through project
evauation.

Intermediate Outcome:
B) Individuds have accessto culturdly gppropriate services.

Project-wide Activities Additional Local Activities

The Project will: The Counties will:

o contract for technicd assistance for cultura * Recave ad utilize training to build community
condderations in aress such as access to connections acrossal cultures which includes
services, building community connections, and building support networks, utilizing Arcs,
person centered planning facilitation. People 14, and community organizations.

»  Focuslocd consumer training and education on
providing information and support in the
context of aperson's culture and values.



V. Individuals and families control their own resources.

Intermediate Outcome:
A) All expenditures are integrated into single budgets for flexibility, efficiency, and choice.
B) Individuals and families have choice of service providers.

Project-wide Activities Additional Local Activities

The Project will: The Counties will:

»  Develop a framework for tracking and dispersing «  Develop loca procedures and options to make
funds.* individual resource allocation a viable aternative

»  Develop procedures and options to make (tracking system, budget worksheets, employer
individual resource allocation a viable of record/fiscal intermediary options).
alternative (tracking system, budget worksheets, « Develop local procedures for the development
employer of record/fiscal intermediary options). and implementation of individual budgets.

» Develop software to track individual costs. e Assure that consumers know their support

»  Develop procedures for the development and costs.
implementation of individual budgets. »  Develop methodologies to simplify support

»  Support managed care demonstration project purchasing through devel oping budgets that
efforts to provide individual consumer data reflect needs and not funding streams.

»  Support managed care demonstration project «  Analyze outcomes from the instruments and
efforts for pooling resources and developing a methodol ogies used.
capitation (for Blue Earth and Olmsted «  Promote the development of non-traditional
Counties). service providers that consumers may

» Initiate a legidative plan that supports choose/want

consumer directed services and allows flexibility
for monitoring, benefit portability, and decision
making directed by the consumer.

»  Bvaluate current housing support funding
streams and the status of incentives for
promoting consumer controlled housing and
determine the feasibility for developing
legislation to increase flexibility and consumer
choice in housing.

*Framework for Tracking and Dispersing Funds

Funds mugt be spent according to the consumer's plan.

Audits mug be available and bills are checked againg the consumer's plan.
Funds mugt flow quickly.

Funds availability must be flexible and easy for the consumer to use.
Consumer fund dlocations should be determined prior to planning.

An alocation mechaniam that can be tracked mugt be used.

There mug be a condstent and clear fund dlocation method used.

Budget tracking must be ongoing.

There mug be flexibility for the use of funds

COo~NOUTAWN P




V. Redesigned roles support local
community and consumer control.

Intermediate Outcome:
A) Methods and support are provided to trangtion from obsolete services.

Project-wide Activities Additional Local Activities
The Project will: The Counties will:
» Develop aframework for education.* *  Provide education for all involved to facilitate
*  Providetraining for all involved. role changes with emphasis on supporting

consumer choice.

*  Form gtakeholder groups and meet to develop
trangtion strategies and grass roots efforts to
promote the use of self determination
principles.

»  Develop education and community outreach
methodologies that have a high potential to be
self sugtaining over time.

Intermediate Outcome:
B) Individuals and families are supported to assume new roles, e.g., controlling their own resour ces.

Project-wide Activities Additional Local Activities

The Project will: The Counties will:

*  Seek MR/RC Waiver amendments to support *  Provide consumer education and assstance to
consumer choice for individual service plan enhance self advocacy sills and informed
development. decison making and to promote self

* Develop a framework for Employer/Employee determination principles.
relationships.** *  Support the development of community

» Develop a Consumer Handbook for information or ganizations to provide consumer support and
about being an employer with review by a labor to be utilized in advisory/steering capacities.
attorney and someone to ensure consumer »  Develop accessto person centered planning
accessibility. fadilitators to meet individual consumer

* Deveop aframework for consumer controlled planning needs.
housing. (not completed) »  Provide education to support personson

» Develop and implement an education plan to assessing options outside the traditional " menu*
promote consumer controlled housing and to of services.

educate support persons on methodologies to
upport consumer choice.

*Framework for Education
Education focus minimally encompasses  1)Philosophy/principles, 2) Local capadty and access for consumer
person centered planning fadlitation which encompasses building sdf sufficiencies at the local leve,
3) Mentaring and technical assigance for fadlitators, 4) Education and support for consumer support networks,
5) Sdf advocacy, and 6) Community connections

**Eramework for Employer/Employee Relationships

Conumers will have choices to handle employment law issues. Consumers may be the employer or the county
agency will provide alternatives for handling employer of record, payral, taxes, worker's compensation
requirements and ather reated employment law areas




Intermediate Outcome:
C) Local entities are supported to fulfill new roles.

Project-wide Activities

The Project will:

Develop a framework for liability.*

Coordinate gtrategic planning for counties
regarding liability issues.

Contracted with a labor attorney to hep with
employment issues.

Develop a framework for service coordination.
(not completed)

Recommend legidation to increase flexibility in
the areas of MA Home Care and case

management.

Intermediate Outcome:
D) Service providers are supported to fulfill new roles.

Project-wide Activities

The Project will:

Develop a framework for provider support.**
Pursue MR/RC Waiver amendments to support
consumer directed supports and creative service
deivery.

Make recommendations for legidation changes
to increase flexibility and consumer choice in
work environments.

Invite work and day program organizations to
participate in project-wide advisory groups to
develop ideas for meeting consumer choice.

V. Redesigned roles support local community and consumer control, (continued)

Additional Local Activities

The Counties will:

Provide training and support to service
coordinatorsin order to assist consumersto
arrange individualized supports and implement
plans.

Assess the nead for changing representation for
public wards and develop an action plan to
address the outcome of the assessment.

Resear ch, promote, and support the development
of non-public guardianship options for persons
with developmental disabilities.

Implement a single plan ISP.

Additional Local Activities

The Counties will:

»  Encourage sakeholdersrepresenting provider
interests to develop strategies for trandtion and
meeting individual consumer needs.

*  Create and implement on-going provider
education and technical assistance opportunities
regarding self determination principles and
customer service.

»  Develop methodologies and implement those
methodologies for increasing the options for
providersto work for consumers and not the
funding source.

* Invite provider organizationsto participate in
local advisory groupsto develop ideas for
meeting consumer choice.

Work with work support providers to
accommodate consumer requests for scheduling
preferences, j ob choices, and work
environments.

*Framework for Liability

1 Liability issues will be addresssd on an individual service planning bass

2
3

[

Conaultation with a contractor will advise on issues.

An "options lig" will be maintained as a resource for individual issues.

**FEramework for

Provider Support

Provider education and training will be addresssd on an individual bads asit rdates to the individualized

nesds of the consumer.

Providers will be encouraged to partidpate in " pear-upport” neworks Taopics for communicating and
mesting could indude re-focusng on approaching their busness, how to satify the consumer, how to
prepare for the future, and evaluating what supports are offered.

Incentive drategies for partidpation will be developed at the local leve.




VI. Quality assurance reflects local
community and consumer control.

Intermediate Outcomes:
A) Quality assurance systems, designed within federal and gate guidelines, arelocally based and

provide for consumer and family input.

B) Thequality assurance systems definition of quality includes choice and control.
C) Quality assurance is linked with quality improvement support systems.

Project-wide Activities

The Project will:

Develop a framework for quality assurance.
(not completed)

Pursue waiver amendmentsin order toremove
barriersto develop and use outcome basd
quality assurance methods.

Implement rule consolidation legidation that
moves from checklist licensing reviews to
consumer outcome based reviews.

Additional Local Activities

The Counties will:

Develop and implement quality assurance plans
that include an evaluation and consumer
satisfaction component.

Include choice and control as part of their quality
asurance plans.

Utilize quality methodologies from PBC,
Region 10 Quality Assurance Commission,
Rule Consolidation, Project Assure, DHS
quality initiatives, and their own development as
an integral part of service delivery to project
participants.



Overall Project Support Structure

The workgroup and committee structure for the project as a whole consists of two committees and
four or more topical workgroups. Coordination and facilitation of these groups is provided by a full-
time Prgject Coordinator who is employed by the State Department of Human Services (DHS).

The generd advisory committee is caled The Strategic Resource Committee and it consists of
representatives of gatewide groups including legd advocacy, provider organizations, consumer
organizations, business, consumers, DHS g, alegidator, and local project Ste gaff. The purpose
of this group is to share information about the project and locd activities, to provide a forum for
input regarding project activities, and to support sdf determination efforts on a Satewide basis.

The other committee is called The Information and Resource Committee and it consists of
representatives of DHS, the participating counties, consumers, a provider, consultants, and
representatives from two other sate demondration projects. This committee serves as aforum for
DHS, the counties, and others to share information and provide updates as well asto problem solve
on identified issues. It aso serves as the contact group for consultants. Recently, they began
inviting other counties to these meetings to increase awareness of sdf determination and to receive
additional feadback of project activities.

The workgroups sarve to develop Srategies in specific topicd areas. Currently there are workgroups
on Education, Sysem Redesign, Individualy Controlled Resources/Liability, and Housing. Other
waorkgroups may be formed from time to time to address specific issues.

The Education Workgroup is developing an education and outreach implementation plan to assure
consumers, their support persons and the community, receive and understand information regarding
sdf determination, how to make informed choices, person-centered planning approaches, quality
assurance issues and other related topics. Membership conssts of representatives from the three
project sites, DHS g&ff, and consultants.

The Sysem Redesign Workgroup provides direction and Srategies to change the satus quo of service
deivery, increase flexibility, hift consumer supports control to the consumer, address barriers and
work on changes that are necessary to meke s determination aredlity for persons with
developmental disabilities. Membership congsts of representatives from the three project sites, DHS
gaf, and consultants.

The Individudly Controlled Resources/Liability Workgroup provides direction, strategies and
consultation for the technical development for individualy controlled resources induding dispersing
and tracking funds, liability and other issues which will dlow consumers to have control over their
resources for purchasng supports. Membership conssts of representetives from the three project
sites, DHS ddf, and consultants.

The Housing Workgroup was recently convened to address funding issues for individua housing,
work with generic housing agencies, and develop a handbook for individuas and families.
Membership consigts of representatives from the three project sites, DHS g&f, and consultants.

An additiona group, the DHS Support Staff Workgroup consists of DHS gaff representing various
date-wide initiatives and key aress targeted for redesign.

In addition to the overdl project structure, each participating county has a supporting structure of
coordinators and committees and work groups.




Minnesota Self Determination Project

Sation 2
Local Sructuresand Work Plans

This second section gives information about the local project plans. The first part gives information about the counties, their project
structures, their criteria for participation, and their outreach. The second part gives the local work plans divided again by the six projected
outcomes. Asyou review the activities, consider the potential of these activities to achieve these outcomes, i.e,,

Activities Intermediate Ultimate
Outcomes Outcomes



Dakota

Olmsted

Dakota is a large county in the south metro
area which includes both suburban and rura areas
The Developmental Disabilities Division consists of
28 Social Workers plus case aids who serve over
1200 consumers. There are 30 licensed day and
resdential providersin the county and numerous
family foger care providers.

Although Dakata County is not involved in
the managed care pilot project as the other two
counties in the Self Determination Project are,
Dakota was recruited to participate in the project
because of their experience with individually
controlled budgets. Their Accounts Management
Program gdarted in 1990 with gtate family subsidy
money and county DD funds and has grown from six
people to about 350. Families submit an expenditure
plan and receive their money quarterly. They do not
have to turn in receipts. Although thereisa policy
that specifies how the money can be spent, there are
very few boundaries. Some things that are acceptable
aredinnersout for Mom and Dad or weekendsin a
motel to swim for the whole family (" It's cheaper
than respite”") This program has cut costs
subgtantially and people are happy with it.

Olmged County is located in the middle of a
rurd area in southeagtern Minnesota. Its county seat,
Rochegter, is a medium size city which is the home
of amajor medical facility. Olmsted has between 500
and 600 open cases for consumers with develop-
mental disabilities. These consumersare served by
approximately 16 case managers, three day program
providers, and five resdential provider agencies, the
public schools and a variety of other providers.

Olmsted's syssem change planning began in
1995 and hasinvolved all sakeholder groups. In
addition to the Self Determination Project, Olmsted
isinvolved in the managed care demondration and an
alternative quality assurance demongration, the
Region X Quality Assurance Initiative. Thereisa
oreat deal of overlap between the three projects and
Olmsted sees them as one initiative with more than
one funding source. Progress has dowed recently due
to the changein leadership in the Developmental
Disabilities section including a several month
vacancy in this position.

Project Foresght is the name of the local
project in the managed care demondgration and even
though that project has shifted to include all
disability groups, that name gtill applies to the
developmental disabilities effort. Representatives of
Project Foresght planning groups are serving on
cross-disability work groupsto help further shape
thisbroader demongration.

Overview of Participating Counties

Blue Earth

Blue Earth County islocated in arurd area
of southern Minnesota. The county seat, Mankato,
is a medium size city which is the home of a gate
Univerdty and servesasa " service hub" for the
aurrounding counties. Blue Earth has about 330
active consumers with developmental disabilities
who are served by five case managers There are 9x
resdential providersin the county and one vocational
provider.

Blue Earth County is also participating in
the managed care demondration project. For this
effort, they are partnering with two neighboring
counties. Thelocal project, Project Assure, has been
in planning for four years. They see both of these
projects as working together to increase self
determination for people who receive services.

The mission gatement of Project Assure is to

make certain that eligible participants have:

0 FREEDOM to plan and live a life of their
choosing,

0 AUTHORITY to control available resources
necessary to live that life,

0 RESPONSBILITY to accept the benefits and
risks of those decisions,

0 ACCOUNTABILITY in spending public
resour ces in safe and life-enhancing ways, while
asauring that the necessary services are available
to support these rights.



Overview of Participating Counties

Dakota Olmsted Blue Earth
The goals that Dakota has for (her participation in Olmsted's goal is to change the service
theproject are dedlivery system by shifting the power to consumers.
To demongrate a positive shift in peoples lives  From this power shift, the other parties (counties,
with broader and more flexible options. case managers, service providers, families, and the
To demongrate where blocks are in the current community) become equal and are expected to change
system 0 they can be removed. the way they operate and to adapt to the individual's
To learn whether or not having direct control plan. Olmsted expectsto learn what the barriersare
over resour ces has an impact. in the system and what needs to change one person at
To show that managed care can be participant- atime and then will try to generalize to make broader
driven. changes where appropriate. It isexpected that (his
To shift power from the system to the person. modd will help them to drive change at the Sate
To shift the focus from the system to level as well.

relationships.

To make the sysem more equitable-less of a
"havesand havenots' imbalance.

To incorporate the processes developed in the
project into the regular operations of the DD unit
(not a set-aside).

Dakota has established the following principles to

guide decision making:

1. Redationship principle. We believe that people
plan with and are supported and facilitated best
by those who know and care about them - that
relationships are more important than rules.

2. Simplicity principle. We believe when
consumer sand families mugt interact with the
bureaucratic helping systems, things should be
made as clear, Sreamlined, and smple as
possible. This allows a focus on the consumer's



Overview of Participating Counties

Dakota Olmsted

needs rather than on how to deal with formal
helping systems.

Human need principle We believe that ALL
people have the same human needs, as described
in Maslow's hierarchy. (They ek of this as
"removing the disability filter.")

"What Works' principle: Thisproject isa
process of success, failure, learning and getting
better. I1t's now about finding the "right
answer;" it's about Finding out what works.
Trandgtion principle We bdlieve it is important
that the current system not be serioudy
destabilized. We are engaging in an evolutionary
process of change.

Equity principle. We believe people with
smilar needs should have similar financial
resour ces with which to obtain ther support.
Change principle. We believe change is okay
and in fact expected asroles change and power
shifts to families and people with disabilities,
that this project is about thinking outside the
box and that communication is key.

Blue Earth



Dakota

Project Structure

Olmsted

Blue Earth

Project support consists of:

A full time Sdf Determination Project
Coordinator and supporting management Staff.

A Steering Committee to provide guidance for the
SD grant. Consists of county supervisors and case
managers, parents, 1 consumer, and providers.
Average attendance is 18 - 22. The county
presents activities and decisions to them and gets
feedback.

Two sdlf-advocacy groups serve as consumer
advisory committees. They go to them for
guidance on issues that impact individual
CONSUMEs.

Working with the local Arc for guidance and
planning for them to be the conduit for self
determination information after the project.

Project support consists of:

Sdf Determination Project Coordinator (1/2 time,
funded by RWJF funds)

» Sdf Determination Service Coordinator (Full

time, funded by RWJF funds and Project Foresight
funds) to provide support to individuals and their
teams in the planning and implementing stage and
to "mentor" case managers.

Project Foresight coordinator and various
supporting taff also assist with SD project
activities.

Project Foresight Advisory Committee, Has been
meeting for three years to plan for that project. It
has been expanded to also advise the SD project.
Originally it had three work groups. The Finance
Work Group finished its work. The Quality
Assurance Work Group became the Region X
Quality Assurance Advisory Committee. The
Service Ddivery Work Group continues. This
committee consists of Residential, Day, and PCA
providers, family members, Arc representatives,
county representatives, and a Public Health Nurse.
There was a consumer on this group but she
moved to the Quality Assurance group.

Service Delivery Work Group. This group was
charged with developing a new model for service
delivery from intake through quality review.

The Region X Quality Assurance Advisory
Committee provides input for the quality assurance
part of the SD project.

People First sub-committee. They also serve ah
advisory function to the project but chose to do so

as a separate group.

Project support consists of:

A full time coordinator whose position is
completely supported by grant funds

An Advisory Council, which includes staff of
service provider agencies, parents, persons with
developmental disabilities, and acounty case
manager.

Although this advisory council is the only

committee or workgroup specific to the Sdf
Determination Project, there is considerable
coordination with the committees and workgroups for
Project Assure, the managed care project that the
county is also participating in. These are:

» The Service Workgroup which has alarge,
monthly meeting to which al stakeholders are
invited. It serves as aforum to share
information about the project and to advise other
workgroups.

» The Service Design Workgroup. Thisisan
active group that has developed many of the
changes, e.g., the single plan, the waiver
variance requests, provider profiling, and the
alternative quality assurance program.

» The Case Management Workgroup which is
made up of case managers from al three of the
managed care counties.

» Transitioning Workgroup is working with the
budget alocation tool.

» The Implementation Team is made up of people
from al disability groups from al three
managed care counties. They are working on
the budgeting and other areas that overlap with
the managed care project.



Dakota

Criteria for Participation

Olmsted

For thefirg year, a particdpant mug be a client
of Dakota County Social Services Developmental
Disabilities Section and Dakota County's financial
responsibility.

A participant, their parent(s) if a minor child, and/or
guardian/conservator if they have one mug:
1. with whomever they choose - develop,
revise and update as needed, a Personal Support
Plan following established guiddines for
addressing hedlth and safety, and support
wanted/nesded.
2. make arrangements for obtaining and
paying both formal and informal providers of
goods and services.
3. not use funds to pay Home Heelth or other
County fees. County fees are set by the
County Board and are required for County
funded services within established policy.
In addition, the participant mugt use funding sour ces
other than Home Health or ICFsMR dueto federal
funding congraints.

In the second year, the criteria isbeing
expanded to anyone who is a client of Dakota County
regardless of funding source. There will be limits,
however, to what they can do when federal funding is
involved.

Who can Participate in Olmsted County's Self

Determination Project?

» Anyone with a devdlopmental disability or rdated
condition who Olmsted County has financial
responsbility for.

» Anyone who, with assistance as needed, iswilling
to:

» Using an individualized planning method,
creatively plan for ther needed supports

» Deveop and monitor an individualized budget.

* Receiveareduction in fundsto 90% of current
allocated funding level. 5% will be placed in a
genera "rik poal" for emergencies.

» Assg in making changes in the current
system.

» Children and families, school age sudents, and
adults of any age may participate.

Blue Earth

Participants must...

* Medt Rule 185 definition of digibility for
Services.

» Bethe financial respongbility of Blue Earth
County and livein or receive services within the
geographical area of Project ASSURE*.

» Agree with the established principles of Sdf-
determination. They should be willing to work
to affect system change while recognizing
changes are likely to be incremental.

»  Becommitted to the belief that given the
opportunity and needed supports, they can
arrange their resour cesin ways that are cost-
effective, reaulting in a higher quality of life.

There are no limits concerning age, level of

disability, etc. A wide representation of persons will

be encour aged as the project expands.

(*To dart, they will only be accepting consumers for
whom Blue Earth is the county of responsbility.
Later, they hope to open it up to consumers who live
in their county but are the financial respongbility of
the two counties who are their partnersin the
managed care demo.)



Dakota

Outreach and Participation

Olmsted

Information meetings/presentations. Had three
information meetings-invited 1200 people-
included everyone in the system. About 80
people came but got a lot of calls. There was a
lot of excitement. Most of the families who have
support through Home Health were excited about
it, but they can't do that now. Gave Out
application forms and got 34 back (including 4
kids on Home Health), got 5 more later. Planned
to take 20 participants , but decided to take them
all. Some had to drop out due to family problems.
They're going to do another group later. (They
fdt it was important to go directly to consumers
rather than just through social workers.)

An informational brochure was developed and
distributed prior to the information meetings. It
gives a brief overview of the project and self
determination principles and provides a name and
number to contact for further information.

A second round of information meetings is
planned for the second year.

Participation

As of March, 1998, there are 24 consumers in the

project and 17 plans have been approved. Six of
these live in group homes and the rest live in the
family home. Applications are being accepted for
Year Two.

* Olmsted has a contract with the Arc for 10 hours
per week to increase awareness and education for
people with disabilities and their families about
the changes. They thought people might be more
responsive to Arc than to the county. The Arc,
assisted by the project coordinators, have held two
information meetings which were well attended,
are doing outreach, writing newsdl etter and
newspaper articles, and are looking for people to
serve on the advisory committee. They are also
developing a survey to gain insight on how Arc
and Project Foresight staff can best serve families
and individuals in becoming familiar with the new
program.

* The county also sponsored informational meetings
for various stakeholders in the developmental
disabilities system.

Participation

As of 4/98, there were between 8 and 10 people in
the SD project. Four live in licensed facilities, two
people live or have lived in foster care settings, the
rest live with their families.

Blue Earth

The county has distributed information about the
demonstration to individuals and families primarily in
three ways.

» Firdt, they created a booklet explaining sdf-
determination in genera and the demonstration
project in particular and mailed it to al consumers
and their families or guardians.

» The project coordinator also meets individually
with service providers and school districts to
explain the project and, in turn, ask them to
distribute information to individuals and families.

» Finaly, the local Project Coordinator co-
sponsored a Family Forum with the locad Arc to
explain the meaning and importance of sdf-
determination for persons with developmental
disabilities, and the opportunity to participate in
this demonstration project.

Participation

As of March '98, 15 consumers and families have
officidly joined the project. The living situations of
these consumers include family homes, ICFs-MR,
Medicaid Waiver group homes, and one adult living

independently.



Projected Outcomes and Local Work Plans

|. The success of Minnesota's Saf Determination Project provides an impetus
and a foundation for smilar efforts across the state.

Intermediate Outcomes:
A) Project implementation and outcomes are evaluated to refine project as needed.
B) Information about the principles, structure, work plan, and lessons learned in the project is disseminated to encourage and support similar efforts.

Dakota Olmsted Blue Earth
» The coordinators and managers from all of the » The coordinators and managers from al of the + The coordinators and managers from al of the
counties are involved in making presentations counties are involved in making presentations counties are involved in making presentations
about project activities. about project activities. about project activities.

» The two counties that are partnering with Blue
Earth in the managed care demo are planning to
incorporate self determination principles in their
work in that project.

» Through the project coordinators involvement in
the managed care project, ideas about self
determination are being considered and adopted in
systems serving other consumer groups. For
example, a managed care work group assisted a
group of mental health consumers to set-up a
"consumers as providers' initiative in the mental
health service system.



II. Service approaches meet the needs of the geographic

Intermediate Outcomes:

A) Local entities have responsbility for local resources and the implications for their use.

B) Local entities, supported by the state, have expanded capacity to meet the needs of local citizens.
C) Moreindividuals remain in local community.

area being served.

Dakota Olmsted Blue Earth
Dakata County Providers Training Group which The Olmgted Personnd Initiative garted about * Blue Earth County fadlitated a " Frameworks for
consists of providers and county representatives March, 1997. The emphassison providers Accomplishment" process with many local
who get together periodically to plan training. working together to recruit, train and retain direct stakeholders to plan what services for persons with
Thereisa group working on developing support daff. Recently, People Firg joined the devdlopmental disabilities are needed in the local
community Crisis services. collaborative and assstsin recruiting and area and how these services should be ddivered.
developing training plans. » Blue Earth has a Training Collaboration of local

The Regional Crisis Project is a collaboration of
southeagern Minnesota counties, service providers
and gate DHS gaff. The purposeisto build local
crisis services to replace the Regional Treatment
Centers as the only option for people with
developmental disabilitieswho arein crigs.
Providers are being trained in many aspects of
preventing, planning for, and managing crises.
Another emphasis is on developing some local
emergency respite bedsto usein times of crisis.
Trangportation issues task force consders new
options for expanded use of public trangportation.

providers whojointly plan training. They put on
a Spring and a Fall Conference.

Blue Earth County is part of aregional
collaborative working on developing local crisis
Services.



II1. Access and resources for service delivery for persons with smilar needs are equitable.

Intermediate Outcome:

A) A system for rational resource alocation is in place.

Dakota

Olmsted

Blue Earth

» Dakota county has developed their own alocation

instrument, the Individual Budget Allocation
Matrix, to be used for new people and for people
with changing needs. (People currently in the
system will receive their historical costs.) Itisa
simple one page, two part document that divides
funding into two categories. The "general needs
grant” is a fixed amount for support that differs
only whether the client is over 18, between 18 and
22, or under 18 (to reflect the need of adults for
work supports). The "supervision needs
allowance has twelve levels-six levels of care and
supervision which are further differentiated by
whether the client is out of the family home or
not. Each of the twelve statuses carries a given
dollar amount. This tool does not consider room
and board costs.

Intermediate Outcome:

» A Financial Allocation Instrument is being

developed as part of the managed care
demonstration to determine individua budget
alocations. When Olmsted's Project Foresight
begins, everyone's budget will be based on this
instrument regardless of historic costs. They
acknowledge that people aready in the system will
need atrangition time and that there will need to be
a provision for reassessment if a person's needs
change substantially.

B) Individuals have access to culturally appropriate services.

Dakota

Olmsted

» Blue Earth county is aso a partner in developing
an assessment tool as part of the managed care
demo. This instrument will determine a budget
amount for individual consumers based on their
actua needs for support rather than on the historic
costs of the services and supports they have
received. They see it as along transition before
everyone's budget is based on this instrument.
The legidation for the managed care demo
specifies that counties must insure the current
level of service for people.

Blue Earth

» Useof individual budgets and increased use of person-centered planning in al of the project counties should cause services to become
more individuaized and alow for cultura preferences.
» All counties should benefit from the project-wide contract for technical assistance for cultural considerations.



V. Individuals and families control their own resources.

Intermediate Outcome:

A) All expenditures are integrated into single budgets for flexibility, efficiency, and choice.
B) Individuals and families have choice of service providers.

Dakota

Olmsted

Because Dakota County is not participating in the
managed care demonstration project, their
flexibility will be limited to state, local, and
Medicaid Waiver funds, i.e., not Home Health or
ICF-MR funding.

Individual self determination budgets for current
consumers are set at 100% of historical costs. Nee
people and people with changing needs will have
their budgets determined by the Individual Budget
Allocation Matrix.

The "Personal Expenditure Plan” is used for
projecting individual costs by designated funding
areas, i.e., informa supports (non-licensed and less
than $1000 per quarter), semi-formal supports
(non-licensed and more than $1000 per quarter),
forma supports (licensed vendors), and generic
supports. (The designations have to do with
contractor/employee status.) It is aone page
document which is completed, along with the
"Personal Support Plan," as part of the individual
SD planning process.

Consumer expenditures are to be planned around
consumer needs without regard to coverage by their
particular funding source. Dakota has developed
methodologies so that reimbursements are done

Under the managed care demonstration project,
Olmsted will be able to pool all funds into a
single funding stream to increase flexibility and
local control.

Individual SD budgets are set at 90% of historical
cost "to spark creativity." (From the savings, 5%
is placed in an emergency fund.) Thisis viewed as
atemporary practice until the managed care demo
begins and the assessment tool is used to
determine everyone's budget.

They provide historical spending information to
individuals both in the project and not.

Developed a Budget Workshest to be used to bresk
down historical costs by providers.

Developed an "Individua Budget Worksheet" for
projecting individual costs by designated funding
categories. Used by providers in responding to
RFP. Purpose is to bresk down what costs are for
and allow for comparison between proposals.

The Waiver Management Team reviews the plan
and authorizes expenditures. Thisisalso an
interim procedure until the managed care demo.
Roughly, their criteriaare: a) Is it within the
person's budget? b) Does it meet minimum health
and safety needs?

Blue Earth

Under the managed care demonstration project,
Blue Earth will be able to pool al fundsinto a
single funding stream to increase flexibility and
local control.

Individual SD budgets are set a 100% of higtorical
costs.

Families who receive county funded respite care are
now given the option of receiving a cash grant to
purchase the types of respite they desire rather than
being limited to using approved vendors who have
traditionally billed the county directly for services
rendered.

Individuals receiving waivered services and
members of their families are being provided
individual budgets to purchase the services they
desire. Thischange is making it possible for
consumers and family members who receive
waivered services to design aternative living and
employment options according to their personal
needs and desires.

Offering individua budgets to consumers and
families receiving services through Home Health,
ICF-MR, and other programs will become
possible as the managed care demo is
implemented.



V. Individuals and families control their own

Intermediate Outcome:

A) All expenditures are integrated into single budgets for flexibility, efficiency, and choice.
B) Individuals and families have choice of service providers

behind the scenes and if the person's funding
source does not cover the expense, it is covered
with county funds.

Expenditure Plans are approved by ateam
consisting of the social worker, the supervisor, and
the SD coordinator.

Funds are digributed through the Self
Determination Voucher Account. Thisisa
checking account, owned by Dakota county but in
the participant's name and on which the
participanl/designee is a Signer. (Thisis similar to
atreasurer of an organization who would have
authority to write checks but would nat own the
account). The account does not say " Dakota
County" on it. There are a lot of checks and
balances on these accounts. Initial depositsare
county money and then the county seeks

reimbur sement where appropriate

Consumer Report Guide is being developed with
the Arc. Will provide information about formal
upport providers and bein several accessble
formats. It will provide information such asa
description of their services, gaff turnover rates,
licensing information, and Incident or VVulnerable
Adult Reports. Thisreport will be disseminated
by the county and the Arc.

¢) Isit areasonable use of public funds (not really
defined yet)? Until the single funding Sream
which will result from the managed care initiative
begins, the group also hasto look at the
limitations set out for the Waiver program. The
Waiver Management Team consists of about 5
county people including a supervisor and case
managers

Policies are emerging as they go along. "We
couldn't have predicted what people will ak for
and the implications of that." There isa work
group developing parameters

There are plansto develop a Consumer Report
Guide.

I ésour Ces.

Blue Earth is developing a Provider Profile
Manual. It will have basc information such as an
overview of the organization, their mission
gatement, any specialties, position descriptions,
and references. It will not have licensing
information, incident reports, Vulnerable Adult
Reports, or gaff turnover rates but they will offer
to make this information available for those who
want it. This publication will also include
suggested questions for consumers and familiesto
ask progpective providers

A Service Fair for consumers and their family
members is being planned in conjunction with the
local Arc chapter. Providers, including schoals,
residential, vocational, and home health, have been
invited to set up displays for families and
consumers to visit. Another part of the day will
be devoted to roundtable discussions.

Variancesto Minnesota's Consolidated Sandard
requested by this county will allow service
providers additional flexibility in providing
services in different waysor in different locations
in order to meet specific requests of individuals or
of their family members.



V. Redesigned roles support local community and consumer control.

Intermediate Outcome:

A) Methods and support are provided to transition from obsolete services.

See designated categories under B, C, and D.

Intermediate Outcome:

B) Individuals and families are supported to assume new roles, e.g., controlling their own resources.

Dakota

Olmsted

Blue Earth

Person-centered Planning

3

Information is provided at orientation meetings
about the different forms of person centered
planning and "Planning Considerations" (a list of
the 30 Outcomes developed by The [Accreditation]
Council) is distributed.

Dakota has numerous person centered planning
facilitators available. They have tentative plans to
do more facilitator training.

PCP is offered at consumer information meetings.
Connection to planning facilitators is made if
desired.

Personal Support Plan. A one page document
with five questions: What does the participant
want to do or accomplish? How will the
participant be supported? How is there reasonable
risk of freedom from abuse, neglect, exploitation
and danger to self/others? How is medical care
provided? Who will provide what support (find?
coordinate? pay for?)?

Person-centered Planning

* They have trained about 50-60 people to be
facilitators during 1997 and early '98.

* They see person-centered planning not as a "thing"

but as a way to find out what people want and
need and to plan how to get it. They place more
emphasis on implementation - "in a community
centered way."
« A pre-planning phase focuses on educating the
consumer that they will be heard and that they do
have choices and helping them find out who they
trust and who is their "community."
Pre-planning activities also focus on training all
of the parties that will be involved in the new
procedures and expectations.
* There is an expectation that the system will react
with not whether, but "how can we do it?"

3

Person-centered Planning

* Consumers and family members have participated
in training regarding person-centered approaches to
service planning.

« Approximately 45 people have been trained to be
person-centered planning facilitators. This
includes all county case managers and
representatives from all of the local provider
agencies.

Education

e A Family Forum was held with the local Arc to
provide information about the project.

« Two mailings have been sent to all consumers and
families explaining the concept of self
determination and the changes available through
the project.

* A bi-monthly newsletter is sent out from the
managed care project.

« A contract is being developed with the local
Independent Living Center to develop a self-
advocacy curriculum and to provide training.



Education

Fiscal

An informational brochure was developed and
digributed prior to the information meetings. It
gives a brief overview of the project and self
determination principles and provides a name and
number to contact for further information.

Group orientation for participants. Discussion on
individual budgets, planning processes, Personal
Support Plans, project policy, Participation
Agreement, project guidance, and particpant
aupport. County social workers were required to
attend with participants on their caseload.
Individual orientation is ddivered while developing
plan as needed
Ongoing consumer support meetings to provide
regular opportunities for participants to get
together to discussther experience.

An Application for Participation in the project
consists mogtly of statements about project
expectations and asks consumer s to assess ther
comfort or support needs with each.

supports

A handbook of employment related issues was
developed project-wide for individuals who may
want to directly hire their support gaff. This has
been reviewed by an attorney and adapted for
consumer appropriateness.

"Employer of Record" contract with a support
provider to handle personnd matters, e.g., payrall,
unemployment taxes, withholding tax, for people
who choose to hire supports and need assistance
with employer/employee functions.

A Participation Agreement is signed which
describes project expectations and parameters. It is
made very clear that thisis a new way of doing
things and the county, the participant, and those

Fiscal

Other

Education

» The Arc, assisted by the project coordinators, have
held two information meetings which were well
attended, are doing outreach, writing newdetter
and newspaper articles, and are looking for people
to serve on the advisory committee. They are also
developing a survey to gain insight on how Arc
and Project Foresight staff can best serve families
and individuals in becoming familiar with the new
program.

Informational handouts on self determination are

digributed.

» A newdetter on the project is put out every other
month and is digributed to all interested
sakeholders.

supports

* A handbook of employment related issues was
developed project-wide for individuals who may
want to directly hire ther support gaff. This has
been reviewed by an attorney and adapted for
consumer appropriateness.

» An RFP hasgoneout for a " Fiscal Intermediary"
or an " Employer of Record" to process paper work
(Social Security, Workman's Compensation, etc.)
for individuals wishing to hire their own supports.

» Olmged plans to do background checks on people
hired by the consumer. Thiswill include
neighbors and friends-not sure yet about family
members.

* Orientation to individual budgeting is informal at
this point and handled by the SD Service
Coordinator and case managers.

supports

» Olmgted has a contract with the local self advocacy
group to review consumer training materials for
readability and appropriateness

» Further printed information is being developed to
help families and consumerslearn about and
undergand services and funding.

* Individual education and support are provided
through project planning and participation.

Fiscal supports

* A handbook of employment rdated issues was
developed project-wide for individuals who may
want to directly hire ther support gaff. This has
been reviewed by an attorney and adapted for
consumer appropriateness

* Blue Earth County has arranged for a provider
agency to act asan " Employer of Record” for
individuals or families interested in sdecting ther
own in-home or employment support persons but
not in meeting al the legal requirements of hiring
and compensating support people.

Other supports

» Thelocal project coordinator has assisted
individuals with developmental disabilitiesin the
areato dart a self-advocacy group. Thisgroup is
holding monthly meetings and recently eected
officers.



who provide support will be "learning together.”
Individua support is provided as needed.
Consumers are given a document entitled "Bank
Account Process" which explains the process of
maintaining the checking accounts and the roles of
the county and the participant.

They will be seeking consumer direction for
further training and education.

Intermediate Outcome:

C) Loca entities are supported to fulfill new roles.

Dakota

M

The regular county social worker keeps the SD
case with support from the SD Coordinator. There
will need to be a county social worker involved to
do certain administrative and eligibility things and
monitor health and safety, but not necessarily to
find resources and coordinate services. Dakota sees
socia workers as becoming a resource too and
shifting from being "givers" and "controllers' to
"helpers." However, people have the option to
designate and pay for a private "support
coordinator," e.g., a mother can pay hersdf for this
function. The county is looking at strengthening
the case management fecilitation role. They are
arranging for training.

Resources for county case management will not be
included in the individual budget amount; however,
people can use their individual grant to purchase
other support coordination if they choose. The
county will retain the role of determining
eligibility, determining individua budgets, and
approving and evaluating support plans.

Olmsted

Blue Earth

» A godl isthat people will be able to choose to do

service coordination themselves or hire someone to
do it, but the county is not offering a choice now.
The Service Delivery Work Group
recommendation was to not have County Case
Managers other than for the provision of financial
eligibility and administrative functions. The
county is still considering to what extent they can
move in this direction. Considerations are
financial and Rule 185. At this point, Olmsted
plans to deal with the issues around service
coordinator choice one person at atime as they
come up. They do have one contracted case
manager; this happened before the project.

The county is stressing finding private guardians
and conservators for people on public
guardianship.

A Single Plan "which will replace the multiple
plans adults have had in the past from their
residential provider, work services provider, and
Olmsted County" will be developed collaboratively
between case managers and service providers.

» Thetraditional county case management role will

be gplit into two separate functions, service
coordination and support plan facilitation. While
the Service Coordinator role must be filled by a
county staff member, consumers and families may
chose anyone, including themselves, to act in the
role of Support Plan Facilitator.

Consumers and family members have been
provided information on public guardianship and
the limitations it places on decision-making by
consumers and families as well as information on
alternatives to public guardianship. They are now
actively trying to find alternatives for those who
have no interested family or friends.

Development of a Single Service Plan will unify
the service needs of an individual consumer into a
single document.



Intermediate Outcome:

D) Service providers are supported to fulfill new roles.

Dakota

Olmsted

Providers serve on the Steering Committee to
provide guidance for the SD grant.

Dakota had a separate orientation for service
providers. The director of the DD Division spoke
with providers at a meeting titled "Self
Determination Implications for Providers." He
discussed the changing roles, rules, and
relationships and asked that they first look at how
something might be done and not just say no.
Working with providers individually and in group
meetings to facilitate flexibility, e.g., letting
people go to the DAC part time, and to view their
roles as support and facilitation rather than that of
director and decision make.

Developed a collaboration with the Dakota County
Providers Training Group which consists of
providers and county representatives to decide how
to spend training budget. They did ajoint
workshop (SD Project and the Dakota County
Providers Training Group) on "Building Inclusive
Communities." Everyone was invited-families,
consumers, providers, county, advocacy.

Dakota plans to close or downsize ICFs-MR.
Three large ICFs, with 12, 16, and 40 people, will
close.

Providers serve on the Advisory Committee to
provide guidance for the SD project.

Informational sessions for providers were held
during which project staff reviewed Project
Foresight, the Region X Quality Assurance
Initiative and the Self Determination Project.
Coordinators have spoken at providers meetings
and community groups.

The county is partnering with service providers
regarding training to enhance the change to sdf
determination and individua budgets and dealing
with these changes. They sent a letter to providers
requesting volunteers and four responded. Training
will focus on these providers athough it will be
open to everyone.

Although Olmsted does not have a formd plan to
close ICFs-MR, they are telling service providers
that in the future if someone leaves the facility,
they probably will not authorize filling that bed.
They have actively supported providersto close
two ICFs in the past year-one for 20 people, the
other for six.

Blue Earth

Service provider agency d&ff are included as part of
local project advisory council.

Service provider agency daff have received
training in using person-centered approaches to
service planning with consumers and families.
Local project coordinator has met individually with
service providers and school district staff to educate
them about the demonstration, and encourage them
to pass information on to consumersand families.
Project coordinator is regularly holding roundtable
discussions to provide education and support to
direct service saff involved with the project.
Variances requested to Minnesota Consolidated
Standard will allow individuas and their support
team members greater flexibility in terms of where
and how services can be delivered by a licensed
service provider.



VI. Quality assurance reflects local community and consumer control.

Intermediate Outcomes:

A) Quality assurance systems, designed within federal and state guidelines, are locally based and provide for consumer and family input.
B) The quality assurance systems' definition of quality includes choice and control.
C) Quality assurance is linked with quality improvement support systems.

Dakota Olmsted Blue Earth
Developing a quality evaluation protocol modeled  Olmsted County is part of the Region X Quality » An dternative quality assurance program is being
after that used by the Interagency Early Assurance Initiative in which: developed by a workgroup.

Intervention Committee (IEIC). Thisisbasicaly ¢ Legidation was enacted to authorize and fund a » Variances requested to Minnesota Consolidated

an interview process for a sample of consumers
focusing on selected outcomes.

> Dakota has an annual or bi-annual case audit for
every person who receives services. This consists
of the county supervisor interviewing the social
workers about their case loads. Questions are
asked about the satisfaction of the social worker
with supports, which people want to move, and
what unmet needs there are. This information is
used at both the county level to develop resources
and at the individual service level to resolve the

i Ssues.

pilot project for an aternative quality assurance
system.

A contract has been awarded to develop an
evaluation instrument. It will focus on
outcomes and use interviewing. It will look at
individual organizations as well as the service
system as a whole.

The quality assurance program will be a
substitute for DHS Licensing, but Licensing will
have oversight responsibility. The group is
working on a Federal waiver to eliminate the
need for Health Department monitoring.

This quality assurance system will only be used
for organizations who provide acertain dollar
amount of service. For service providers under
that amount, the service coordinator and support
team will monitor.

Standard will allow individuals, with their support
team, greater flexibility in terms of how their
services will be monitored and evaluated, will
allow services to be evaluated on the basis of
outcomes in peopl€e's lives rather than on the
existence of processes, and will allow provider
agencies to be accredited by independent accrediting
bodies in lieu of some state oversight.



Minnesota Self Determination Project

Section 3

Some recommendations for revison of the current project
wor kplan and structur e to enhance the potential to accomplish
project goals and promote sdf determination principles.

This section is divided into 6 ultimate outcomes the project hopesto
achieve. For each outcome, two or more intermediate outcomes are listed.
Under the intermediate outcomes are listed the recommendations and
suggestions that were obtained as part of this evauation. Please review
these suggestions and congder their potentid to enhance the likelihood of
reaching the intermediate and ultimate outcomes. Use them also to spark
your credtivity to develop other potentialy helpful modifications to the
project.

Activities Intermediate Ultimate
Outcomes Outcomes



. The success of Minnesota's Salf Determination Project
provides an impetus and a foundation for similar efforts across
the state.

A) Project implementation and outcomes are evaluated to refine
project as needed.

1. Spedify upfront what criteriawill be used when the stakeholders and
workgroups evduate the project on aquarterly basis.

2. Address why outcomes were successful or not successful, i.e., what
factors have afected them that are not transferable or useful to others,
eg., acommittee may have been successtul primarily because its
members were best buddies.

B) Information about the principles, structure, work plan, and
lessons learned in the project is disseminated to encourage and
support similar efforts.

1. Respondents expressed gppreciation for the project's emphasis on
sharing the learning and promoting self determination statewide. One
sad, "'l agree that the project will promote additiond efforts Statewide.
Aswe have opportunities to learn about aspects of the plansin each of
the project counties, we will find ourselves thinking about how that
could work in our own stes. Similarly, it will provide direction on
where not to go or what to avoid.”

2. Deveop adlear sraegy for expanding sdf determination to other
counties and atargeted and intentiond dissemination plan. The
dissamination plan should include what information various
stakeholders need, how it could best be packaged for them, and with
what frequency it should be disseminated to them. One suggestion for
expanding to other counties was to have a project county "“mentor" one
or two other counties that are behind them in their sysem change
efforts.

3. DHS should develop a plan, spedificdly to continue, but also to expand
the accomplishments of this project. Stakeholders, both those involved
in the project and those waiching for its expansion, would lose trust in
the state if this effort is dlowed to die out and thisloss of trust would
inhibit future efforts a sysem change. Thresats to stakeholder trust
include the project being implemented but not sgnificantly impacting the



sdf determination of individuas with disabilities and their families or
promising that sysem changes will be implemented but then letting them
fade avay over time. This plan for continuation and expanson should
address the need for technica assistance, funding, regulatory changes,
as well as dissemination of project lessons.

4. Information that is disseminated should address incentives for
developing a sysem based on sdf determination.

5. There should be dearly stated management respongbility for
implementing and coordinating the planned tasks.

II. Service approaches meet the needs of the geographic area
being served.

A) Local entities have responshbility for local resources and the
implications for their use.

1. Are any of the counties analyzing waiting lists? This could be very important
information in order to prioritize needs, cregtively develop stop-gap
supports, and assess future demands on the system.

B) Local entities, supported by the state, have expanded capacity to
meet the needs of local citizens.

1. It may be hdpful to darify whether cost savings is a priority of this project,
and if so, how high a priority isit? If one of the driving forces behind
managed care and individud budgetsis to save money, shouldn't dl of the
counties (not just Olmsted) be discounting the historic cost of services? The
origind SAf Determination Project in New Hampshire offered individua
budgets of 75% of currently alocated resources or 75% of the average
amount alocated to persons with smilar characteristics. Further, if there
are cost savings, what plans exist to reinvest them to better serve the needs
of dl persons with developmenta disabilities?

2. If greater rdiance is to be made on accessing generic community resources,
there will need to be outreach and technica assstance to generic community
providers. Access and acceptance may not occur without facilitation.
Quality assurance for these generic resources will need to be addressed as
well.

3. There's not much in the plans about developing community friendships.
One respondent stated she did not see evidence of "shifting the focus from



sysem to relationships.” How many more rel ationships do people have?
How many more pad rdationships are in people's planning circles? .

4. A recommendation was made to incorporate activities to encourage natura
supports into the project.

C) More individuals remain in the local community.

1. Prgject counties are commended for collaborating with other counties to
develop crisis services.

2. Perhgps active monitoring of the circumstances of people on waliting lists
would be beneficd in order to avert potentia crises.

3. Creative family supports and encouraging family involvement starting with
early intervention services and continuing across the lifespan will increase
the likdlihood that families will say involved with their family member.
Strong family support can sustain people through life's crises and
trangtions, provide close relationships, and facilitate community
Involvement.

II1.  Access and resources for service delivery for persons with
similar needs are equitable.

A) A system for rational resource allocation is in place.

1. One of our respondents recommended developing parameters for gppeds
with respect to resource dlocation decisons. There isahigh potentid for
well-educated, middle class or higher people to get more money because
they will create better articulated gppeds. Thiswas dso aprinciple for
managed care st forth by the National Associaion of State Directors
Deveopmenta Disahilities Services (NASDDDS): "Apped and grievance.
rights/procedures must be spedified in advance. Theserights and
procedures must provide for the timely resolution of complaints and offer
assurances that individuas will not be placed in jeopardy while disputes are
being resolved. Grievances that cannot be resolved through timely, direct
negotiations between the disouting parties should be referred for
Independent mediation/arbitration.”

2. One respondent fdt it was important to assure that block granting of funds
requires some basic expectations of service ddivery and that Federa funds
participation is not los.

3. How should current service recipients be treated once ablock grant is
implemented? Will they be forced to accept less money to accommodate
addressing waiting lists or to alow others to pool resources?



4. The Minnesota Developmenta Disabilities Community Workgroup
recommended the development of ethica resource dlocation sandards and
practices as Minnesota is able to take control of digibility and service
bundling. They pointed out that decisons will need to be made about the
gppropriateness of spending relatively lavishly on some individuas while
others receive nothing. This process should be undertaken by agroup of
stakeholders satewide including an appropriate number of those on waiting
lists.

B) Individuals have access to culturally appropriate services.

1. Respondents had many complements on the incluson of culturd supportsin
the project plan.

2. Try to have culturdly spedific person centered planning facilitators trained
and available to accommodate locd needs. If that's not possible, you could
try to contract with an gppropriate facilitator from another county. At the
least, facilitators should have diversity training and be aware of their own
cultura assumptions and values.

3. Counties should address who their minority groups are and what thelir issues
are and plan to address ther diverse needs and diverse views of sdf
determination. Isit possible to help more minority groups develop provider
agencies—perhaps a charter schoadl type of arrangement?

4. It may be useful for each locd advisory group to take some time to consider
which groups of people in their community represent minority, or under-
represented, groups in implementation of this project and develop plansto
better include their perspectives.

5. Itisimportant that members of relevant cultura groups be included in
adequate numbers on locd and State-wide advisory and work groups.

6. The DD Community Workgroup noted the opportunity, with increased
county control, "to tallor service design, ddlivery and resource dlocation to
poorly served, especialy minority communities" Some of thelr
suggestions were to "'sit down with minority communities to better
understand why they underutilized services and service resources,” to
contract "with loca community agencies to manage socid service resources
for certain groups,” and "for the state to work directly with certain minority
communities whose boundaries may transcend the boundaries of counties or
to assst multiple counties to come together to plan more appropriate and
accessible sarvices for Minnesotals minority communities.”



. Individuals and families control their own resources.

A) All expenditures are integrated into single budgets for flexibility,
efficiency, and choice.
1. Some suggested congderations in developing an dlocation tool:
* How should higtorical service utilization and cost be used?
»  Should funding be developed on an individud client basis or
comparable cohort of clients? If cohort, whet criteria should be used to
determinethe cohort?

»  Should family resources be included in the capitation calculation?
Should there be expectations of family contributions?

*  What are the conseguences of over spending the capitation and who
bearstherisk?

e How are outcomes related to resource decisons, if a al?
* How are the savings used?

» What levd of efidency is expected from this gpproach?

2. A respondent who was familiar with the NH project commented on the funding
dlocaion tool: "Two people with the same characteristics may cost very
different amounts of money. Determining an dlocation based on who they are
now may be way too much for who they become with a saif determined life.
Allocations should be flexible and reassessed periodicdly.”

3. Congder having non-county people on the teams to gpprove expenditure plans.

4. Those asociaed with the New Hampshire Sdf Determination Project fdt that a
risk pool was an essentid ingredient, at least as atrangtion measure until people
knew whet to expect. This provided security to consumers who might
otherwise be &raid to try the reduced budget, it provided security to providers
who were caught with helf-filled facilities, and it provided security to the local
managing entity againg unforeseen expenses.

5. Another respondent said, "Having money available in arisk pool will encourage
people to take the risk of trying less expensve forms of support. A
combination of alocating a percent of historica costs and having the money
avaladleif it becomes necessary is probably agood way to go."

6. One respondent reported that there is currently managed care software available
for developing individua budgets.

7. The project's definition of sdf determination is debatable. 1t would be
interesting to ask whether providing individuals control over money redlly does



offer people a sense of sdf determination. If not, what dse would? (This
could beaconsideration intheevaluation of theimpact of individual budgets.)

B) Individuals and families have choice of service providers.

1. There might be anead for more project activities to support individuas and
families to have choice of sarvice providers. For example, working with
unions, agencies, community colleges (to do training), legidative changes, d&ff
registries, etc. etc.

2. TheDD Community Workgroup recommended that the state play a"rolein
asssting management entities to maximize consumer choices and increase cost-
related competition among socid and hedlth services providers by providing the
assgtance, flexibility and start-up support needed to establish new, innovative
programs.”

3. It could be vary hdpful to gather and disseminate cuiting edge ideas from other
demondtration projects across the county so people know whét the
"possibilities’ are.

V. Redesigned roles support local community and consumer

control.

A) Methods and support are provided to transtion from obsolete
services.

1. Often sarvice providers and case managers have perceptions of regulations
that are much more redtrictive than the regulation needsto be. Perhaps
workgroups could meet for the purpose of untangling this for some of the
regulaions that are percaved to be barriers to sdf determination. One
example is examining and questioning the need to obtain background checks
on "friends."

2. DHS should design a "user-friendly” process for requesting variances and
consder amediation provison when they are denied.

3. 1t might be beneficid to develop a project-wide workgroup to create a
"Single Plan" document, including representatives from the Ramsay County
PBC workgroup and any other stakeholders experienced or interested in
developing their own Single Plan. This would concentrate expertise and
meke it available to dl and disseminate what has been learned to other
counties. On the other hand, one respondent questioned the value of
working on a Single Plan a the expense of directly working to improve



consumers lives. A caution in choosing to create asingle plan to be shared
across the three project counties is that it will require acommitment to work
collaboratively in creating the plan and an acceptancethat, asin dl
collaborative ventures, it will take a good ded of time and no county may get
exactly what it wanted in thefinal product.

4. One respondent sad, "Thereisagreet ded of overlap in the skills that the
various stakeholders will need. Training is more powerful when you train
people in different roles & the sametime. This helps create alearning
community, facilitates people learning from each other, and helps keep the
focus on the person with adisability.”

5. The project evauators recommend that the evaluation of consumer support
materids and presentations be done by consumers. Thisisbeing donein
Olmgted County and we strongly encourage the other countiesto do thisas
well. We have developed an evauation protocol for consumer oriented
presentations thet is desgned to be used by sdf-advocates. This protocol is
currently being reviewed by the Olmsted County People First chapter.

6. The DD Community Workgroup recommended that "the state and key
condtituencies identify essentia functions for activities and programs that
serve the common interest and/or should be available statewide.” Examples
that were given include the Minnesota Statewide Direct Services Steff
Training Initiative, quarterly state conferences that rotate geographicaly,
workshops on specid topics that get families, providers, and consumersto
move the system, workshops for agencies to help them redesign their
programs, marketing approaches, etc.

7. PBC participants fdt that trainers need to vdidate the efforts gaff have
dready made and tailor the training to where they are in the process. They
a0 preferred to have avaiety of trainers rather than the same few over and
over.

8. Don't assume because people have been trained once in new ways of
providing support that they will make the shift. They will need ongoing
reinforcement. Also, provide ongoing training for people new to the system.

B) Individuals and families are supported to assume new roles, eg.,
controlling their own resources.
1. Regarding aconsumer handbook: One respondent reported that an
accountant may be better for this then alabor attorney. She said that John



Agogta of HSRI has been commissoned to write a handbook for consumers
and the "Cash and Counsdling” program may have done one.

. Does the proposed provider profile manud steer people to looking at
exiging/current providers, or isred thinking being done to see other ways
people could be supported?

. Try to make avideo, or videos, for sef-advocates for training on sdif
determination principles, person centered planning, dternative options, and
monitoring their supports. This would be more understandable for many of
them and would facilitate remembering. If people could have their own
copy, they could wetch it more than once.

. Other videos on sdf-advocacy should be used as well. They would be most
effective combined with discussons. To redly convince people that the
game has changed and to get them to trust the change will take alot of
repetition. Also, videos would be a sustainable resource.

. One respondent said, ""Consumer education and assstance in sdf
determination and person centered planning is essentid. Counties cannot
and should not be primarily responsible to implement this. Advocacy
organizations can and should but are dready stretched. There will need to be
acommitment of financid resources to bring advocacy organizationsto the
table so they will dedicate time and resourcesto this project.”

. One respondent said, 'There will be more return with people new to the
system. A lot of emphasis should be given there. Look at sdf determination
asalifejourney and sart training and support a ayoung age.”

. One respondent sad, "An important areato give extraatention to isthe
question of how you can safeguard the rights of people who can't express
for themselves and have no one to do it for them."

. One respondent said, "It is important to be flexible about how planning is
done. For some people, going through aformd person-centered planning
process is nether desirable nor necessary. Planning for aperson's dreams
might take place in a 15 minute conversaion.”

. Although dl of the projects mention having a number of person-centered
planning facilitators, none mention qudity control of the planning or
additiona mentoring and training to improve the qudity of the planning. For
indance, while the SD presenter at a conference talked alot about using
person centered planning for people to say what they want, no one focused
on person-centered planning as a process of "organizing and guiding



community change," which is O'Brien and Lovett's very definition of this
kind of planning.

10. Tom Nerney's way of doing person-centered planning is "okay, let's take
al systems responses ot (to tart with) - now what will we do?' The sense
Ismissing that it's about designing alife, nat just having money to purchase
sarvices. ("If desgning alifeisthere, it might be; it just doesn't come out in
these gods and activities.")

11. The DD Community Workgroup sated that both guardianship and
representative payee arangements were overused in Minnesotaand asa
conssguence many Minnesotans with developmentd disabilities are denied
the basic dements of sdf determination and freedom. They recommended
that these practices be reviewed.

12. Underlying issues of "Who'sin control ?* and "Who is responsible?" need
to be openly and assartively dedlt with, particularly regarding service
planning. Service providers and case managers are confused about when
guardiang/consarvators have the right to make decisions for the consumers,
Old habits and expectations for who runs the meeting, who decides on the
goas/outcomes, etc. die hard.

13. Families and consumers need lots of training and meticulous consstency
and follow through to overcome their skepticiam that this project represents
red change and that the change will last. Trust has been broken in the past
and we need to be sure thet it isn't again.

C) Local entities are supported to fulfill new roles.

1. A recommendation from PBC participants would probably beto close dl
ICFsMR. Many comments were made in the recent PBC survey tothe
effect that "people are hdd hodage in ICFsSMR" and that "federd ICF-MR
has SO many restrictions that, without awaiver, it isadmost impossibleto
livea'norma’ lifein an ICF-MR."

2. Appoint aproject-wide workgroup to look a case management.
Trangtioning to private support coordinators ssemsto have alot of barriers.
Andyze them together and call in outsde sources (other counties, DHS,
Legd Advocacy) to assst. Do sometriadsand evauate.

3. Implementing a Single Plan demands lots of technica assstance for
computer issues and should have aformative evauation at least to begin
with.



Service providers are supported to fulfill new roles.

1. The vocationd dde often gets neglected in systems change efforts. People
recaiving supports in PBC provider agencies identified choosing where they
would work as being second in importance as an areathey would like
improved. (Having the opportunity to develop friendships was ranked by
consumers as mogt important to them). The SD project needs to include
DT&Hsin meetings and training and remember the need to accommodate
their schedule. They are usudly not avallable during the day unless they
have advance notice and can schedule aday off for consumers.

2. Your plan to provide peer support for service providers in trangitioning to
f determination is an excdlent idea. Perhaps coordinate these efforts with
the group working on a Qudity Ingtitute. The (Accreditation) Council's
Qudity Consortium could aso beamodd. The providers will, however,
need alot of training and technica assstance in addition to peer support.

3. The Monadnock NH project made a commitment to service providers to not
let them fall as long as they maintained congstency with the guiding
principles. They felt that providers who were experiencing the voldtility of
change, who were willing to give up control and reevauate their role, needed
and deserved to be supported through the trangition. The Minnesota project
should look a wheat they are doing to support providers so they can aford to
support consumer decison making.

4. Ore respondent thought that project activities didn't seem to be oriented to
acknowledging that current service providers may not be able to provide
what people need, that new forms of support may be needed. For instance,
in the five-date federd grant project for consumers to hire their own job
coaches (Michad Callahan's), no existing day program was able to shift their
billing, reimbursement, and scheduling structures to meatch project goas and
incentives so awhole bunch of new companies hed to sart up (mainly from
non-DD employment service entrepreneurs). Existing providers are often
too heavily invested in their buildings to change within the time frame of this
project.

5. A gtrong incentive for providers to improve their services would be to have
their change efforts described in the Consumer Report Guide or Provider
Profile Manudl.

6. Service providers need alot of technica assstance in promoting saf
determination for non-verba consumers.



V1. Quality assurance reflects local community and consumer

control.

A) Quality assurance systems, designed within federal and state
guidelines, are locally based and provide for consumer and family

input.
1

Some respondents were surprised that each locd Site will be developing its
own qudlity assurance system. They commented on the amount of work
thisinvolved, but they dso mentioned the loss of comparability with each
other or with other locdlities.

Severd respondents suggested having abroad range of stakeholders,
including direct support g&ff, families, and consumersinvolved in
developing and implementing qudity assurance methodologies.

Smilarly, respondents aso recommended having abroad spectrum of
gtakeholders involved in any activities developing changes in regulations so
that unintended consequences are prevented.

A recommendation was made that other qudity assurance systems besides
The Council's, used in the PBC project, be explored.

The DD Community Workgroup recommended that "the state, working
with key congtituencies, should develop a statement of the specific values,
gods, and expected outcomes' to be used in "defining quality, establishing
qudity outcome measures, developing procedures for reviewing qudity and
supporting improvement.” They suggested that some of these vaues and
gods are probably suggested by the statements of DHS and the Governor's
office, but "more representative and inclugive participation in establishing a
gtate foundation to quaity is warranted.” Qudity definitions and review
processes that are developed a the locd level should then be consistent with
these gods and vaues.

Further, this group recommended that the State also "establish with key
congtituencies dl universal rules and expectations including licensing,
program reviews, and individud participation [sic]." The group fdt that it
was "critica that the process include public participation involving the
condtituencies that will be directly affected." They aso suggested a
permanent, Satewide commission to resolve issues and complaints.

The DD Workgroup mede some recommendetions for the devel opment of
local quaity assurance programs.



a) They suggested that any new qudity assurance systems which have
no record of field-testing of reliability and vdidity should include
references to planned efforts to develop such arecord.

b) They fdt that the number of qudity indicators should be reduced to
the "critical few" and that there should be distinctions between program
types only when necessary.
¢) They recommended that "as counties and county cooperatives plan
for their quaity assurance systems, they should have accessto a
minimum set of standards related to adequate sampling. Such standards
might include adternative sampling procedures which include amix of
direct interviews and telephone interviews with individuas and/or
family members. They might spedify the length of time that any
individua might go without being directly visted in qudity reviews
(e.g., 2 years). They might specify related procedures that are expected
to supplement vigits, such as questionnaires sent to dl individuals,
family members or case managers of persons who are not directly
vigted.

d) They recommended a shift avay from "qudity being reviewed by
paid ingpectors to a broad range of individuas who care about and are
able to help with improving the qudity of life of personswith
developmentd disabilities" Further, these review teams should be
adequatdly traned and compensated and should be ™ capable of
providing or providing access to training and technicd assstanceto
Improve services."

9. A suggested framework for desgning a quality assurance system:

*  Who should design the new qudity assurance program? (lavmakers,
DHS, stakeholders)

* What is the purpose of the program? (judgment, improvement)

*  What isto be measured? (inputs, process, outcomes [persond
outcomes, functiond outcomes, clinical outcomes), reactions of
participants, organizationd effectiveness, impact on society)

* How should it be measured? (document review, interviews,
observation, sandardized instruments, surveys, focus groups)



*  Who should be the evaluator? (externd professond monitor,
community monitoring team, the consumer's support network, the
case manager/sarvice coordinator, program daff)

*  Who should be the respondent? (the service provider/s, the
consumer, the consumer's family or guardian)

» How istheevduative decison made? (How are the parts rated?
How isthe whole rated? What are the criteria? What are the possible
ratings?)

* How should the information be used? (licensing/accreditation,
improving the individua's services, improving generdly the
agency's sarvices, a Consumer Information System, performance
contracting)

10. PBC participants recommended:

a Monitoring, ether entirdly or mostly, by support networks was
preferred two to one over monitoring entirely or mosily by an
externd professonds.

b) An opportunity for consumersto determine the rlative importance
of different outcomes for themselves.

¢) Outcome reviews should ssek input from families, resdentid and
work support providers, aswdl as the individuas themsalves and
should often include obsarvation of the individud in different sites.
Thisis particularly important when consumers can not evaluate thelr
sarvicesthemsdves or can't communicatetheir evaluation.

d) Many of the PBC participants would like to see dl of the pad
supports (case management, DT&H, aswell asresdentia
providers) held accountable for consumer outcomes.

B) The quality assurance systems' definition of quality includes choice
and control.

1. One respondent hopes that a leest some leve of quality assurance will be
individudized. This could mean monitoring by consumers themselves and
their support networks, evauation criteria set by their own priorities and
goas, and/or gathering information in amanner preferred by the consumer.

2. Onerespondent said, "A common perverson of saf determination isto
latch on to 'choice' and to loose the concept of redly leading a sdif
determined life. An example of this perversgon is a support provider who

45



shared the gory of a consumer who identified as his ‘dream’ to go bowling
twice aweek. Truly leading a sdf determined life is much more than this."

3. One respondent wants the definition of quality to include provisions for
poor consumer choice. She suggests some considerations: Will some
consumer choices be reviewed or not permitted? What would be a process
for this? How will consumers be protected from poor choices? How is
ligbility shared within the sysem?

4. One respondent said, "Remember the (SD) principles and whether the
person is closer to leading a sAf determined life. Also measure happiness,
power, and asense of control."

5. One regpondent suggested that for quality assurance in aparticipant-driven
managed support system, the consumer and his’her support network should
be respongble, nat only for planning, but for evaluating the qudity of
sarvices received. QA should be tied to service planning and should be just
asindividudized (i.e., person-centered quality assurance). The support
plan should indicate not only the desired outcomes and an action plan to
reach them but also how the attainment of the outcomes will be evauated,
by whom, when, and to whom it will be reported.

6. Individuas with disabilities who are trained in sdlf-advocacy are often
keenly aware of the presence or lack of opportunities for true choice and
contral in service environments. These may be important individuas for
incluson in loca monitoring teams.

7. One respondent suggested remembering that "quality” includes many things
beyond "choice" and "control.” In New Hampshire emphasiswason "a
red life" (not just achosen option). It would be good to have lots of
training about the complexity of choice-for example, Michae Smull has
written about the abuse and perverson of this word. John and Connie
O'Brien have distinguished that one of the ""Escape Hatches from Hard
Questions' is"It'sthe person's choice." Thisperson said, "A qudity life
includes interdependence—shared decison making, lots of information,
mutud thinking-as opposed to an individua, independent, isolated voice.
No one makes mgor life decisons by themsaves.”

8. Condder including in your qudity assurance plan aprovison for assessing
the degree of support and control that is exercised by the individua's
guardian or conservaor.

9. One respondent suggested that perhgps governmentd service providers
should look at qudity smply as @) protecting hedth, b) guaranteaing safety,



and ¢) granting freedom. This could be looked a as an dternative
conceptudization to seeing quality services as providing ahigh qudity of
life.

C) Quality assurance is linked with quality improvement support
systems.
1. The DD Workgroup recommended that qudity review findings be integrated
into a satewide plan for training and technica assistance.
2. This group aso fdt that qudity review findings should be publicly avallable
in order for consumers and their families to obtain information on the
performance of counties and individud provider organizations.

Other recommendations:
VII. The overall project work plan:

1. Severd respondents commented that the overadl project plan seems very
complete and well thought out.

2. Those that answered the questions directly said yes, the proposed activities
do have high potentid to achieve the projected outcomes and promote sdlf
determination principles. They dso said yes, the Sate activities do promote
system redesign, regulation reduction and support for increasing loca
capacity.

3 On respondent noted, "Renegotiating and redesigning traditiona roles of
government adminidrative employees isamgor activity that likely involves
negotiations with labor unions. 1t may be difficult to achieve by project end
date, but it is very essentia to success and replication of the project. Are dl
participating counties committed to this?' It might be worthwhileto do a
sudy of the ways this change might need to occur, the incentives and the
barriers, eg., civil service, union agreements, etc. and how they might be
managed.

4. Be sure to address what hgppens at the end of the demondtration project.
This needs to be worked out up front to be sure county, providers, and the
date are on the same playing fidd. Condder what will happen with
regulatory variances, job positions that are funded with project funds, and
how project components, e.g., individua budgets and support for them,
will be continued or trangtioned.



VIIl. The project structure

1. The recommendation was often made to use principles to guide every action.
In addition to the four saf determination principles that underlie the project,
it would be good to consder the DHS st of guiding principles aswell as
the Medicad/Human Sarvices Reform God's that were st forth by the
Governor's office. Another set of vaues and indicators was developed in
1995 hy the Minnesota Developmenta Disabilities Community Workgroup
in their Vaues and Indicators for Managed Care and Sysem Change. It
would be vaduable, in itf, to synthesze these and let stakeholders know
they are being used, but it would also set the project up asthe direction
Minnesotaiis going and not just another project that will come and go when
the funding is gone.

2. One respondent said that the concept of "local control” calls for a strong
group facilitator (e.g., one from an outsde entity) to manage intergroup
relationships and to control the length of time needed to resolve issues.

3. One respondent said that organizations which have gone through serious and
maor systems change (such as some of the New Hampshire agenciesin the
origind RWJF Sdf Determination Project) often had outsde "experts'
regularly come in and vidt so they could question. "Are we on the right
track?' "Wha ese do you see?' This person fet such an goproach was in
sharp contrast to many Minnesota loca workgroups who insularly are
bound to ‘we know best for our people.’

4. One regpondent observed that there is "an overwheming emphasisin dl the
plans here on people's control of money and their services, rather than
helping people have the life they want."

5. Onerespondent said, "The only change | see that might be beneficid would
be to have more focus on specific life areas. Specificaly, it's great that
there's a housing workgroup. How about the rest of life? Like ajobs
workgroup and afriends workgroup? Also, shifting the current day
program culture/system is going to take a least as much, if not more effort
than consumer-owned housing." Moving people into more productive
employment is dso amgor emphads of the Robert \WWood Johnson
Foundation &t the nationd level.

6. One respondent said, "The four principles of salf-determination are redlly
solid, but, in day to day work, people need more detail. The nine operating
principles (from Ellen Cummings, attached) work well for this. Missing



from the four principles are developing relationships and contribution
(which may mean ajob)."

7. One respondent said, "In order to ascertain whether what you are doing will
leed to system redesign and locdl and consumer control, weigh everything
againg the four principles. Freedom, Support, Authority, and
Responghility.”

8. One respondent said, "Be careful of too many committees. Keep a clear
focus and try to keep it smple.”

9. There were severd compliments on the wdl thought-out and comprehensive
planning that has gone into this project.

10. PBC participants identified the following contributors to effective
workgroups:

» drong leadership.

* conggent attendance.

* aconggent location.

» supporting and learning from each other.
* apurpose. Don't just meet to mest.

 involvement of dl stakeholders: DHS, case management, consumers
and families, advocacy, DT&H and resdentid providers.

* support from DHS to assst in making changes.
» alaot of time and commitment. It might be good to assess each

individua's cgpacity for this upfront.

11. Thelocd project committees seem to be heavily weaghted with county
personnd. Although it is admittedly difficult to obtain, there should be
increased emphasis on broader stakeholder involvement. Perhaps some
kind of incentives could be tried.

12. One person recommended that dl consumers, whether they arein the
project or not, be offered a least person-centered planning for some leved of
involvement immediatdy

13. New Hampshire's Sdf Determination Project placed ahigh emphasison
community citizenship. The quditative evauation of that project stated, "In
actudity, the SAf Determination Project is about community development as
much asit is about empowerment and control by people with disabilities.”
Anacther comment from that evaluation is, ""One of our objectives was to
help the wider community define itsdf better, as aricher and diverse place.”
Some of our respondents felt that emphasis was missing from the
Minnesota project. One comment was, "While there'sa strong emphasisin
al the counties and tate about more consumer choice and control, there'sa



sense missing of the kind of planning and change which the New
Hampshire people present - that of asssting people to 'get ared life,
freaing people from disahility - and systems-based thinking about how to
live their life."

14. Two key conceptsin the literature on Total Quaity Management and
Continuous Qudlity Improvement are system dignment and cydlicd
organizationd learning. Alignment is accomplished by making sure dl the
entities in the sysem are working toward the same god's and operating on
the same principles. It dso involves making sure the stages of sarvice
ddivery hang together. Service evauation (quality assurance) should
follow from service planning. Organizationd learning involves setting up a
cycle of planning, implementing, evauation, and revisng subsequent
implementation.

Transferability to other disability groups.

1. The consultant from New Hampshire stated, "If you keep the process smple
and unsystemetized, you will find it is auniversa approach.”

2. The DD Community Workgroup report pointed out that “the better the
service sysem is able to respond to the persond needs of people with
developmentd disabilities, the more aitractive and gppropriate it becomesto
others...\We recognize that over time the gpproach to services that we hope
to design will goped to and be accessed by many people who are not
developmentdly disabled. Indeed we hopeit will be. On the other hand,
we believe it is extremdy important, until the implications are fully
understood, that digibility be treated with caution and that currently
dedicated resources be reserved for those people for whom they were
origindly dlocated."

Recommendations regarding consultations:

1. Minnesotals RWJF grant proposd states that a primary god of the Sdif
Determination Prgject is to implement programs that include person-centered
planning, individualy-controlled budgets, consumer-controlled housing, outcome
basad quality assurance and qudity improvement assistance, consumer education
and support, and consumer and family choice of providers, support g&ff, and, as
gppropriate, the type and amount of support. The proposa states "Minnesotahas
Important, ongoing activitiesin dl of these areas in various settings across the state;
the focus of the SAf Determingtion Project is to concentrate them within



demondration Stes, to alow individuas with developmental disabilitiesto incresse
the control thet they have over their own lives." We recommend that the intention
of concentrating this expertise in the project be continued and that the vauable and
available expertise from other innovative efforts be utilized.

2. In addition, as specific information needs arise, project coordinators, asssted as
requested by project evaduators, should congder various initiatives and
demondrations that have taken place around the state and determine which
individuas that were involved in that activity would be hdpful as aconsultant.
Some examples, in addition to DHS projects, are the Stearns County Citizenship
Project, The Person-Centered Agency Design Project, Parents as Case Managers,
as wdll as efforts by individua counties or service providers.

3. Likewise, project coordinators, asssted by project evaluators, should consider
various initiatives and demondrations that have taken place around the country and
determine which individuds that were involved in those activities would be hepful
as a conaultant. Many of these activities, with a brief description and a contact
person, will be available in the upcoming edition of Reinventing Quadlity. There are
a0 current and recent research projects, such asthe Core Indicators Project that is
being conducted by HRS and NASDDD, that can be tapped for up-to-date
information on cutting-edge idess.

4. Another valuable source of counsd would be individuas who have worked on
successtul or promising SAf Determination or sysem change projects. Ellen
Cummings, who was project coordinator of the New Hampshire Monadnock
Project, is now doing private consulting. Marc Fenton, with the Public Consulting
Group, Inc. in Boston, has had cong derable experience with syslem change.
Along with his feedback to us, he wrote that he thought he could help with
facilitating state wide implementation. Angela Amado, alocad person who does
consulting nation-wide, has done projects with sysem change and organization
development as well as community development and promoting friendships.

5. Ellen Cummings is now doing training in saf determination topics. Overviews of
training for the various stakeholders thet she does are atached.

6. Tran person-centered planning facilitators in dl of the mgor methods and when the
various eements might be gppropriate.

7. Essentid Lifestyle Planning (ELP) from Brainerd RTC was enthusagticaly received
by PBC participants.

8. Brian Abery, of the U of MN, has designed training for consumers and direct
support g&ff in sdf determination.



9. Finally, we would urge project personnd to make full use of the program logic
models that have been developed (Sections | and 11 of this report). A purpose of
program logic modds is to darify program intent and uncover the assumptions
behind the program plan, and dso to facilitate the assessment of bottlenecks,
illogica links, and the potentid of the activities to achieve the projected outcomes,
We suggest that the Minnesota people who have been intimately involved with the
development of these projects for the past severd years come together to critique
these modds. The program models that have been developed can provide an
objective and holigtic look at the project as it has developed thus far and atructure
for discussng where it should go. We urge the program coordinators to use the
moddls, dong with the suggestions in this report, as a springboard for developing
future directions with whatever advisory group ssems appropriate.

All indl, Minnesotas SAf Determination project is wdl designed and incredibly
wel planned. If you changed nothing, you would have accomplished a lot. The efforts of
the locd dites, too, are ambitious and wdl thought out. Specificdly, we received kudos for
these county activities:

e Dakota County's dlocation tool.
» Dakota County's gods and principles.

o Dakotas directly contacting dl 1200 consumers for the information meetings-
encourages participation from the dart.

» Dakota County's designing systems that are user friendly and easy for
consumers to understand.

» The dforts of Blue Earth and Olmaed Counties to collaborate with other
disability groups and other counties.

* Olmded and Blue Earth for collaborating with the locd Arc for consumer and
family education.

» Blue Earth's development of a sdf advocacy group.
» Blue Earth's efortsto revitdize the locd Arc.
* Olmgted's use of People Firgt to evaduate consumer training materials.

» Olmgted's Personnd Initiative in which they collaborate with provider agencies
and df advocates to address 94t recruiting, training, and retention issues.
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For the 23 consumers about whom we compiled case studies, we found awide
continuum of changein their lives and services. Some people made no apparent
change a al, and some made mgor structura changes in their supports and
consequently in their lives. Many of these changes were made because consumers or
their support people took control of the money that was spent on their supports.
Within that category, some made mgor changes, and some made smdler changes that
gtill made a sgnificant difference in their lives. Some of the people who took control
of the money did not make any structura changes and may or may not have fdt
empowered by the contral.

Other people did not take control of their support budget, but changes were
made because they were findly listened to or because the project caused attitudesto
change. There were aso people who joined the project to accomplish one specific
thing and then did not go any further

It should be kept in mind that the people we talked to do not necessarily
constitute a representative sample of al the consumers that participated in the project
Our sample was sdected from those who enrolled in the project in the first few
months and this meant that county systems and policies were not yet fully developed.
We a0 attempted to get a representation of consumers with differing ability to
directly communicate their desires, who were under state or private guardianship or
who were their own guardian, and who recaeived servicesin facility-based or home-
based programs. Because of the way the counties sdlected or recruited individuasto
participate in the project, some groups were not represented by al of the counties. For
example, only one county included people who wereliving in ICFSMR, a
circumstance that makes sgnificant change more difficult. Another county enrolled
primarily individuas, whether children or adults, who were living in their family
home.



People who took control of their support budget and made major changes:
Tracey. Tracey isa20-year-old woman who lives with her family and
recelves trangtion services through the public school system. Her family receivesin-

home support through the MR/RC waiver, and control Tracey's resources through a
consumer-controlled, county-owned checkbook. In addition, they have an alotment
from their county that previoudy was alocated for respite care. Tracey's family had

severd complaints with the agency they used for in-home support prior to their
joining the self-determination project. The agency insisted on apermanent schedule,
and dlowed no flexibility even with agreement of the saff person. They had a six-
month period when the agency was not able to send any saff at al, and they often
were not satisfied with the daff they did send.

When the sdlf-determination project began, the staff person, who they were
currently using and with whom they were satisfied, changed from being an agency
employee to being employed directly by the family. She was motivated to leave the
agency to be paid more money and to not have to take part in mandated training. Her
pay went from $7.95 per hour with the agency to $10 and then $10.50 working
directly for the family. Tracey's mother fedls that the project enabled them to keep
this daff person because she would have quit the agency soon anyway. By saving the
money that was paid to the agency for administrative expenses, the family was able to
purchase equipment for Tracey's educationa and recreationa use, to pay for camps
and vacations for her, and to pay family and friends to participate in community
activitieswith her.

Tracey's mother saysthat she would not claim that the budget is planned by
Tracey because Tracey resists new ideas. Instead, her family plansthingsthat they
think Tracey would enjoy. For example, Tracey says she does not want to go to camp,
but her budget alows for two weeks and four weekends at camp. Tracey is gradudly
learning that thisis her checkbook and that her Saff personis paid through this
checkbook.



Sarah and Abbey. Sarah and Abbey are 8 and 15 year-old Sisterswho have
severe autistic-like behaviors. They live with their parents and brother in ahome
which, thanks to the project and athe family's ahility to cregtively use the waiver
funding available for each of them, has been modified to address each girl's unique
needs. Prior to the project, the family received a $3000 annuad grant from the county
for each girl that the family could use a their discretion. The fird year, a substantial
portion of the money the family controlled was used on home modifications. One

such modification was adding a door for the dining room, making it aprivate area for
planning and consultation meetings. Another mgor improvement, which the mother
describes as "awesome" isa"thergpy room" in the basement. Thisisaplace for the
girlsto go with their s&ff in order to give their parents and their brother some normal,
private family time. Mother explained that "It iskind of invasive to have somebody in
your home dl thetime." A sgnificant part of the second year's budget will go toward
stocking this room with things that will entice the girlsto want to go there. Another
first year expense has been to repair some of the property damage that the girls have
done. The case manager, family, and the behaviorist agreed that using some of the
money for household help was appropriate to aleviate the parents' burden and free
them up to work with the girls. They hired an organizer to help get the house
organized. Mother said things had gotten so out of control that "you couldn't even see
the carpet in the living room." Once they get the house organized, they will be ableto
make use of a housecleaner. The family has been working with an in-home
behaviorist who has brought in a gaff person who is able to spend moretime
implementing programs with the girls.

Abbey and Sarah's mother saysthey fed "way more" in control over their
lives—"there's no describing it. Because of their ability to use the funds authorized
for the girls more cregtively, they have been able to substitute highly trained people
for the PC A help that they were never able to get. Because the mother's "life isfilled
with meetings," having household help has enabled her to spend time with the kids as
well asto keep hersdlf in a better state of mind.



Billy. Billy is agx-year-old boy with autism who lives with his parents and
older brother. Billy had received services through the MR/RC waiver for ayear and a
half prior to when the family began participating in the Salf-Determination Project.
For the past three years, his parents have been implementing the intensive Lovaas
Mode of behavior modification. The fird year, they were able to do thiswith alittle
help from the Medicaid PCA program and alot of mounting personal debt. Using the
PCA program meant finding and training their own gaff and yet watching half of
what Medicaid paid go to administrative overhead. Buying the curriculum and
extensve amount of toys and equipment needed for this program resulted ina
mounting debt load that the family could no longer sustain. Billy's mother claims
they would have had to discontinue the Lovaas program if the Sdf-Determination
Project hadn't come aong. Because of the additiona flexibility, the family could pay
higher wagesto their highly qualified gaff, and they could use some of the money for
equipment and supplies. Billy's family has been managing his program through the
Sdf-Determination Project for the past two years.

The intensve Lovaas program has been very successful for Billy. He will start
kindergarten next year and is reading and comprehending at the third grade level. His
mother no longer believes he has menta retardation in addition to his diagnosis of
autism. There are gtill some behaviord and sdf-stimulation issues that continue to be
addressed, but his parentsfed that because of the possihilities of the SAf-
Determination project, "We have akid out of the dea—awhole different kid."

Billy's mother said the project has enabled them to have "way, way, way
more control." She said what they are providing is a different kind of service than
they would be able to get through an agency—"No one e se would work this hard for
him."

Linda Lindaisa34 year-old woman with limited verba communication
skills. Her past services have been in programs st up specificaly for people with
challenging behaviors, and they were usudly offered in chaotic environmentsin
which she found it difficult to cope. Linda has little family involvement. Her



conservator met her when he was her direct support daff. He enrolled her inthe
project because he wanted to help her access supports that better met her individua
needs. One of the early changes was to help her buy her own car with the money that
was spent on trangportation to her day program. This, combined with the residential
program's willingness to shift staff schedules to accommodate taking her to work,
was designed to diminate the long, chaotic ride to work with other people with high-
needs. It also diminated the need to hurry to be ready for the van when it came. A
more recent changeisanew individua day program. Now the direct support staff
person comes to Linda's home in the morning, and the two of them take Linda's car
to access a short work shift and community activities. There are plans to have another
consumer join Lindain this program eventualy.

Linda's conservator feds alot more empowered in his attempts to arrange
individudized services for her. Because he has control over the money that is spent
on her sarvices, he can go directly to the provider to arrange services rather than work
through the case manager. In addition, the provider hasto work with him on how
sarvices are priced. He fedsthat Lindahas more control over her life dthoughit is
not direct. Because of her limited communication skills, she must rely on him and
other support people to identify what works best for her and arrange for it to happen.
He feds her quality of lifeis better because she has more freedom and less of the
things that formerly distressed her. The case manager dso fedsthe direct control lies
with the conservator. He believes that what the conservator does is based on what
Linda seems to want.

Scott. Scott isa 37 year-old man who, before the project, lived in alicensed
fogter home where he received services through the MR/RC waiver. Scott lived with
three other men who had much higher needs; and, consequently, Scott was left to fend
for himself much of the time. He used to lock himsdlf in the laundry room when one
of his housemates was exhibiting chalenging behaviors. His sister, who worksin the
field of service provison to people with developmentd disabilities, is his conservator.
When she heard about the project, sheimmediatdy signed him up. Shesaw itasa



chance for him to have a say about where he lived and who his housemates are and to
live a"more normd life" She was dso disstisfied with the amount of staff turnover
and the system-centered rules, such as the fact that the agency providing services
required Scott's friend/volunteer to sign him in and out when he took Scott out of the
home.

Scott's team started out by reviewing his budget and decided to arrange for a
new home for him. They looked for an appropriate roommate and invited seven or
eight providersto a"Bidders Conference." Scott made a presentation using an
overhead projector explaining what he needed and wanted from a support provider.
He received five proposas and Scott had no doubt who he wanted to be his provider.
According to his sister, the winning proposal had "more of a persond touch.” Scott's
sster, mom and the county socid worker found the house and the roommate subject
to Scott's fina approva. Scott and his housemate selected their own furniture. His
sster commented, "after dl those years of paying (for resdentia services), he came
out with nothing." The new provider screened potential staff and then Scott and his
sster interviewed them and made the find selection. She said that they have had no
problems finding staff because they are "fun guys.”

Scott's sster says this arrangement is"wonderful." Scott is happier, more
sdf-confident, and more outgoing. He takes alot of pride in his home, and he
advocates better for himsdf. Not only does he have control over hisresidentia
environment, but he has alot more control over hisdally life aswell. Hehas alot
more freedom to be independent and to have guests in, and he is more chalenged to
assume more responsibility.

She says that developing anew residentia program for him "took alot of
time, but there was alot of support from the family." Also if she "ran into roadbl ocks,
the county would help out."



People who took control of their support budget and made smaller changesthat
made a ggnificant differencein ther lives:

Dorothy. Dorothy isawoman in her mid-60'swho lives with three other
women in alicensed foster home where she receives services through the MR/RC
walver. Sheis ableto get around the community independently and has been a
member of a People First group for severd years. She joined the project in order to
manage her work support resources more flexibly to begin a phased retirement. She
has freed up some money by reducing her attendance at the DT&H program to four
days per week, and sheisusing it for community outings, transportation, and
vacations. Other expendituresin her individua budget are a new mattress, some
adaptive equipment for safety, and adapted clothing due to recent surgery.

Dorothy expresses satisfaction with the amount of control she has over her
life. Her staff agrees and says that Dorothy has alway's been free to voice her
opinions. Her case manager said that her team thought Dorothy would increase the
amount of time that she has away from the structured work program, but she has been
clear that she wants to continue working four days per week for now.

Angda Angdais athirty-year-old woman who lives with her parents. She
spent two years in agroup home about five years ago, but her parents brought her
back home because they were not happy with the quaity of service. They were
dissatisfied particularly with alack of communication with the agency and frequent
gaff turnover. Since returning home, Angela has received in-home services through
an agency under the Medicaid waiver program. The supports that the saff provide are
in the areas of recreation, cooking, doing laundry, cleaning her room and
occupationa therapy exercises. The qudity and consstency of staff continued to be a
problem. Prior to becoming involved in the saf-determination project anew seff
person took Angdaout in her car and decided to teach her to drive. Angela crashed
the car and had to be treated for injuries in an emergency room. Angela's mother was
aso frudrated with what she viewed as a wasteful administrative expenditures with



the provider agency. She said they cdled planning meetings every three months,
which was "ridiculous for a program where (g&ff) people don't even show up."

Angela's mother enrolled in the SAf-Determination Project so she could select
the gaff hersdf and pay them more. They were able to retain the primary saff person
whom they used through the agency. They till use the agency for some of Angela's
support. Assuming control over the budget has freed up money to pay higher wages
to the gaff person and to pay for recreationa and educationa activities and supplies.

Angela's mother does not fed Angelahas more control over her life than she
did before the project, but she thinksthey do as afamily. Now they can fed secure
with the staff Angela goes out with because they can control that, and they only use
gaff they know and trust. They aso gppreciate that they now have more flexibility in
when they have gaff and how they are used.

Tim. Tim isa24 year-old man who lives with the family that adopted him
when he was eight years old. The family has adopted or is doing foster care for
severd children with disabilities. They are not planning to have Tim move out as long
as they have children in the home. In addition to an adoption subsidy, the family has
recelved Medicad PCA sarvices and the county's Accounts Management Grant.
Now, the Accounts Management Grant and the money that had been spent on Tim's
work support program have been placed in a checkbook over which the family has
control. They continue to use PCA services through the agency. The only significant
change that was made to Tim's supports during the project wasto take him out of the
DT&H program two days per week and to pay his PCA to support him individually.
His family fedsthisis beneficid because Tim likes quieter, more laid back activities
and because the PCA has been aconsstent person inhislife. The DT&H program, by
contrast, is abusy and noisy environment and has constant saff turnover.

Tim's mother feds she ismore in control of her life Snce the project. The
timesthat she has arranged for Tim to receive support out of the home are now more
convenient for her. Tim does not seem to have the cognitive ability to understand



self-determination, but she feds his support is more relevant to his individua needs
and desires now.

Jennifer. Jennifer isa 12-year-old girl with high support needs who lives with
her single, working mother in an gpartment. They had been receiving in-home support
under the Medicaid Waiver program, and their involvement in the Self-Determination
Project has been primarily to take control over those funds. Jennifer's mom thinks
that the help that she receives now is somewhat more relevant to her needs, but sheis
not sure it has been worth the effort. The first year she was frudtrated because,
athough she said the county had sold the project with apromise that "the sky'sthe
limit," very few of her innovative support requests were gpproved. The second year
the county gpproved most of her origina requests, however, sheisfinding the
restrictions and record keeping to be afrudtrating and overwhelming burden. She has
serioudy consdered forfaiting the individual budget and going back to her former
service with the in-home support provider.

Jennifer's mom feds she has more control over the money that is spent on
Jennifer's services but not necessarily over her life. She fedsthe restrictions and
nuisances that the county has imposed have increased her frudration level, and the
amount of work involved in managing and paying her own supports has at |least
partidly negated the value.

Tom. Tom is afive-year-old boy with autism who lives with his parents and
two siblings. The family receives periodic respite care and severa hours of PCA
services each week. The Sdf-Determination Project has given them an opportunity to
directly control the use of respite dollars. Because of the resultant freedom from
existing rules, they are able to use more of their respite allotment, hire aneighbor girl
who aso baby-gts for their other children, and use respite for shorter and more
spontaneous outings.

Tom'sfamily feds"alittle" morein control of their lives now that they have
more control over the use of respite funds. They are still frustrated, however, by the
lack of control they have over the PCA funding. Currently, after a history of much



gaff turnover, they have had the same PCA for about a year. Unfortunately, however,
sheis not interested in taking the full allotment of Tom's hours because she has a
PCA job with a different agency in another county where sheis paid $9.95/hour.
This other agency does not have a contract with the county in which Tom's family
lives. The PCA agency that is being used by the family receives $12/hour to provide
PCA sarvices, but only pay their gaff $7.00/hour. The family aso finds it frustrating
that the agency pays anurseto oversee Tom's PCA services, whichthey seeasa
complete waste of money. Another agency policy that frusirates the family isthat a
PCA cannot trangport Tom in her car. Tom's mother would like the PCA to take Tom
to some of histherapies so that the PCA can learn how to do them and, at the same
time, free up the mother to do other things. Some of her friends circumvented this
rule by arranging for Medicd Assstance paid transportation to take both the child
and the PCA, but Tom's mother has not yet been able to arrange for this. She also
fedsthiswould be a great waste of resources.

People who took control of their support budget but did not make significant
changes.

Karen, Karen is a 26-year old woman who lived with her mother until
recently. Karen's mother saw the project as an opportunity to "be on the cutting
edge." At thetime of enrollment, she was consgdering reducing Karen'stime at the
work support provider to three days per week. She aso thought that taking control of
Karen's support money might give her an opportunity to develop anon-traditiona
resdentia placement for Karen. Karen has been on awaiting list for aMedicaid
walver alocation, which was intended to facilitate her moving out of her mother's
home. Recently, however, awomean they know who has been a direct support staff in
agroup home expressed interest in doing adult foster care. Karen and her mother saw
this as a positive opportunity and Karen moved to this home.

Karen's mother has been paying for al of Karen's services with a consumer-
controlled, county-owned checkbook. Although she did not change the way Karen's



support money was adlocated, she feds that controlling the money was empowering.
She feds that the work support provider has responded to her control with more
responsive services. Karen' mother fedsthat Karen would not say that she had more
control over her life than she did before the project, but her mother fedsthat she does
have. She has been introducing Karen to the concept of the money that is available for
her support and the fact that there are now some options about what to do with it. She
feels she now has a"better understanding of the role of money in her supportsand in
her future."

Karen's mother fedsthat the project afforded a " gradud process of
understanding the costs and benefits of services and of shifting the control." Thiswas
true for hersdf, for Karen, and for the DT&H provider.

Jean. Jean is a40 year-old woman who needs basic care and isnot able to hear
or use verba communication. Her mother and sister, Joan, share guardianship and
had begun making changes to improve and individualize her support even before the
Sdf-Determination Project started. Joan enrolled Jean in the project because she
wanted to have more control and influence on Jean's support providers. She had been
dissatisfied with Jean's services and had found it difficult to "get anyoneto listen.”
She hoped the project would help make their "loved one the vaued client rather than
the county." She did not wish to make mgor structura changes in Jean's services, but
samply make the providers more responsive to her individua needs on adaily basis.

Joan has paid for Jean's services with a county-owned, consumer-controlled
checkbook. She paysthe resdentia and DT&H providersdirectly. Shehasalso
written a check for an occupationd thergpy video and for saff training. She does not
fed that paying providers has given her more influence and feds the county may as
well take it back. She states that only managers, not the direct support g&ff, are aware
that she writes the check. She scoffs at the county's suggestion that their ultimate
power isto "fire" the provider. The family does not fed ableto take over Jean's care
on afull-time basis. Even if they did, she states that one needs to remember that if



you take someone out of the system and you need to get them back in, you would
have to wait until there was an appropriate opening.

One of Jean's provider agencies has actively participated in the project and
meade significant attitudinal changes. The other, Joan fedls, has not changed much.
She feds greater changes will hgppen when the county takes more responsibility for
orienting providersto the need to listen to consumers and their families. As amember
of Dakota County's steering committee on the saf-determination project she reports a
struggle with county daff over this. Management staff in the county's
Developmenta Disabilities Divison are saying that families need to ded with the
providers directly if they are not satisfied. Joan, however, feds the control still lies
with the county because there are not redly satisfactory and available dternativesto
current providers.

Joan feds that Jean definitely has better quality services than she did before
the project. She feds the primary benefit of the project has been the learning process
that has occurred for Jean's family members. They are now much morewilling to
fight for more individualized services for Jean.

John. Johnisa?25 year-old man who liveswith his parents. His mother is
paying for his supports directly with a county-owned, consumer-controlled
checkbook. His individua budget was based on the cost of his services at the start of
the project. These costs were only $1200 per year in addition to the cost of hiswork
support program. Hismother wasinterested in the opportunity of the Sdf-
Determination Project because she thought the flexibility might be useful in the
future. At one point, she did consider setting up individua work support services, but
the existing program was able to develop ajob that met John' needs. Because of some
bookkeeping problems with one provider, she has rdinquished direct payment to a
socid program from which John receives services. Consequently, the only changes
that have taken place are that she writes a check for the cost of John' work support
program and the family has about $200 per year for informa supports.



John" mother fedls that she has an increased sense of control because of the
project. She fedsthat, athough she hasn't made changes, she has the freedom to do
50 if needed. She says, "It's nice to be writing the check. " A mgor difference isthat
sheis more aware and starting to think of possibilities.

John has been active in the local slf-advocacy group. Since the project
started, he and other members of his group have had opportunitiesto develop their
sdf-advocacy skills. John went to the Self-Determination Project Conference in
Milwaukee and to a statewide sdf-advocacy conference. John makes the decisions
about what events he wants to attend with the recreational support provider. His
mother doesn't fed he understands the broader issues of self-determination.

John was on awaiting list for an gpartment program that was being planned.
When the time came to make afina commitment, however, his father made the
decison that John should stay at home awhile longer. His mother reports that John
does want to move to an apartment, but she thinks he is comfortable with his father's
decision. John does seem to have agood life with his parents. He has afriend who
lives nearby, adog, lots of space and spending money from his SSI, much of which
he would loose to higher rent if he moves out. Unfortunately, however, it seems the
decison of whether or not to move out of the family home at age 25 was made by
John's father rather than by John.

People who did not take contral of their budget, but for whom changes
happened becausethey werefinally listened to:

Ruth. Ruthiisaquiet, pleasant woman in her early 60'swho haslived inthe
same ICHMR with 14 other people since leaving the ingtitution ten years ago. Her
consarvator fedsthat the Sdf-Determination Project has opened doors for Ruth by
bringing awareness of an individualized gpproach to services. A person-centered
planning meeting reveded that there were some ssimple, inexpendve things that Ruth
wanted. Some of these things were adeck of cards, acalendar, aBible, anew
bedspread, a TV in her room, and going to church and to the cemetery. According to



her team, these things were provided quickly and have made a ggnificant difference
in Ruth's life,

Another sgnificant change was that arrangements have findly been for Ruth
to leave her DT&H program to return home to her residence and rest in the afternoon.
Ruth has been having an increased number and severity of seizures and afull day's
activity makes her very tired. The DT&H was willing to arrange transportation for
Ruth to go home early. A mgor hurdle was gaffing at the residence, but eventualy
the resdence and the team agreed that she could be there with the cook and the
program manager during the afternoon until the other saff came in. Ruth seemsto
enjoy this opportunity to rest in the afternoon.

Although these were sgnificant changes, Ruth's conservator and DT&H daff
hoped for another mgor change in the project, which did not happen. They fed that
Ruth's residence, a 15-person ICF/MR with atwo to 15 g&ff ratio is not able to meet
her needs, particularly as she gets older. They fed that Ruth does not receive enough
daff time to meet her needs adequately and that the chaotic environment, with
residents who are aggressive and disruptive, is disturbing for her. They hoped that a
smdler home would be an outcome of the project. It hasn't happened, however,
because the provider is not interested in downsizing and the county, according to the
conservator, has not given it abig enough push. Another factor isthat Ruth isaquie,
good-natured person who does not complain. After the first draft of this report was
written, we learned that Ruth's ICF/MR has recelved a one-time rate adjustment and
Is now able to provide a more adequate staff ratio.

Ruth's conservator does not fed that Ruth has more control over her life than
she did before the project. She qudifiesthis, however, by saying that she will do
whatever people want her to do. The conservator fedsthat she has had alittle more
control in that she has findly been able to arrange for Ruth to spend her afternoons at
home rather than a the DT&H program.

Dick. Dick is a50-year-old man who has lived with two other menina
licensed foster home for the past nine years. Although neither Dick nor his direct



support saff were aware of the project when we talked to them, his case manager
attributes sgnificant change to his participation. Dick's project involvement started
with a person-centered planning meeting and he repested his long-term dream to
work at PizzaHut. Thistime he was listened to and his support providers stretched
beyond their usua modes of service ddivery to make it happen. Because of thisjob,
Dick has more involvement in the community, more money to soend on the things he
wants, and has shown more responsi bility. He recently bought avideo game, which
he shares with ahousemate, and his sisters bought him alarger TV to make it even
more fun.

His case manager said, "His demeanor has changed. He has more confidence
in his abilities, and more faith that he will be listened to by staff and team members.
He has accepted his respongbility to follow work rulesto keep hisjob and heisan
enthusiastic worker. Dick used to try hard to please everyone.. .Heismuch more
assertive now."

People who did not take control of their budget, but for whom changes
happened because the project caused attitudesto change:

Andrea. Andreais a30 year-old woman who lived in alarge ICF/MR until
two years ago. (The "downsizing" was in process before the project began.) Andrea
now lives in alicensed foster home with three housemates, which her mother reports
has been avery positive move for Andrea. Andrea does not use wordsto
communicate and the idea of the project may be beyond her cognitive ability, but her
mother enrolled in the project becauise she was not satisfied with Andrea's DT&H
program. She wanted Andrea's support to be more individualized to her needs and
interests. One change was made immediately after Andrea started in the project.
Andreais not amorning person and her 7:00 AM pick-up times were very unpleasant
for her. Now she is able to start her workday at 10:00. The DT&H program agreed to
pick her up later, and the residence dready had saff on duty in the morning.
Although her mom was surprised about how easy it was to make these arrangements,



she sad it may not have happened without the project. With the project, she said,
"Wejust knew we could ask. Before, we may not have known that."

Andred's mother feds that Andreais more in control of her life than she was
previoudy. Now her team is paying more attention to what she wants. She is getting
up and going to work later which has made a big difference in her life.

Dave and Kathv. Dave and Kathy are sblingsintheir early 50'swho did not
see each other for many years. After afamily friend became Kathy's guardian, they

were reunited and seemed to enjoy being together. The primary reason for enrolling
them in the project was to mohilize their planning teams to make it possible for them
to live together. Dave's case manager was able to obtain awaiver adlocation for him
and the two are now living together in afour-person home. Although this has been
positive for both of them, their current housemates tend to dominate saff time, and
there are plans being developed for anew home for just the two of them.

When the new foster home was being developed, Kathy's guardian was able
to be involved in the sdlection of the home, the other people who would live there,
and which gaff would handle Kathy's money. In addition, when the guardian
objected to a gaff person working there whom she dready knew, that saff was
transferred to a different site. Although nothing happened for Dave and Kathy that
couldn't have happened without the project, their case manager attributes many small
changesto the "new mentality."

Because of the project focus, Dave and Kathy were given more choice over
the selection of their service providersincluding doctors, dentist, and hairdresser.
Kathy's guardian said they now have anormd life and are sometimes overwhemed
with the many choices they have about what to est, what to wear, etc. Thelr case
manager, on the other hand, did not fed they necessarily had more control over then-
lives because of the project, but she did fed that their quality of life was better
because they now were living together. Dave currently remains on state guardianship.
Thisis unfortunate Snce asssting people to move off public guardianship was an.
intent of the project, and since private persons serving in the role of guardian or



conservator are seen as able to provide more personalized support and assistance to
the person. A positive development during the course of the project isthat Kathy's
guardian has expressed an interest to become Dave's guardian aswell.

Wayne. Wayne had amgor change take place at the beginning of the project
that changed the way his existing services were provided. His friend and former direct
care Saff was asked to become his private conservator. She was happy to do this
because she had been frustrated with being ignored when trying to give input
regarding improvements in his services. Since then, she says she's "been sgning him
up for everything | could," and "now when | say something, they listen." The first
need she identified wasthat, athough Wayne was desf, nothing was being doneto
help him learn to communicate directly. Now, his direct support staff have been
trained to sign, and heisableto sgn "yes" aswell asthe names of some of his s&ff.

Wayne had a severe case of scolios's, and athough his primary physician said
surgery was not necessary, his conservator persisted and took him to an orthopedist.
The orthopedist said that without surgery, Wayne would soon not have been ableto
walk. Wayne has had the surgery and is recovering well. Another medica victory the
conservator had was to convince his dentist to try not sedating him before his medical
appointment. Afterward, the dentist admitted she could not tell the difference in his
reaction to the dental work.

An early goa was for Wayne to have more community involvement. To
facilitate that, Wayne now wears clothes that are more stylish, and he has regular
haircuts. His"runny nose" problem has been addressed, and he is being taught more
manners. He hastaken atrip to Disneyworld and has attended church. There are plans
for increasing community involvement when he recovers from his surgery.

Although many good things have happened, Wayne still has important unmet
needs. He is 38 and physicaly hedthy, but he till livesin a Sx-person ICF/MR with
people who are elderly and medicdly fragile. His community job was discontinued
and now, according to his conservator, "he'sjust hanging around the workshop." She
plans for both of these situations to change when Wayne recovers from his surgery.



Wayne's future looks much more promising than hispast. His conservator refersto
the squeaky wheel metaphor and says, " | can be very squeaky!"



People who joined the project to accomplish one specific thing and then did not
go any further:

Bob. Bob had acommunity job through aDT&H program, but it wasalong
way from his homein asmdl town. Although he had requested work in histown,
therewas no evidence the DT & H provider had conducted ajob search there. With
the encouragement and support of the project coordinator and his foster provider, he
quit hisjob and interviewed and hired ajob coach. He soon found, however, that he
did not need ajob coach, and he is now working a competitive employment within
walking distance from his home.

Troy. Troy's mother has taken him out of the Salf Determination Project after
two years. In spite of alot of hard work on her part, she does not believe the project
has made a difference in Troy's services. Troy is a25-year-old man who uses awhedl
chair and does not use words to communicate. His mother's primary reason for
enrolling him in the project wasto find an dternative to the sheltered workshop
where he spent his days. Because of his physical support needs, he spends histimein
asection of the workshop with people who have high needs due to chalenging
behaviors. Although the provider has been supportive in providing staff and
transportation, most of the work of developing community aternatives has been left
to the mother. Severd dternatives have been devel oped, but most ultimately did not
work out. The mother feds particularly frudrated because thereis only one DT&H
provider in town. She does not fed she wants to take the money and develop an
individuaized program for Troy, but she does fed she should have some choicein
providers.

Troy's mother did not fed the project gave them any more control over
sarvices. She had found, in spite of much hard work to change things, that she could
not appreciably change the way his services were provided. She fdt the primary thing
that was missing was choice of provider in thisareawith only one DT&H provider.

Michelle. Michelle isawoman in her twentieswho lives with three other
women with smilar disabilitiesin afoster home. Michdleis her own guardian. She



sad shejoined the project because she thought it would give her more freedom at the
foster home where shelives. In fact, dthough she is not dissatisfied, she now fedls
ghe hasless control in severd areas of her life. For Michelle, the self-determination
project has heightened her awareness of her responsibilities for making desired
changesin her life, and of the rules she needsto follow to obtain the life she wants.
Michelle feds she has learned to accept the rules at her foder home because she now
sees how they are teaching her to take more responsibility for hersaf as well as other
things that will prepare for her independence. She till hopesto move out on her own
some day, but for now is content with the foster home.

Both Michelle and her mother fet that the project had been important in
teaching Michelle about her options and the responsibilities associated with each.
Although none of the godsidentified in her person-centered plan had been realized,
she felt that she had more choices about her life and felt more respected by Saff.
Michelle expressed satisfaction with the limitations in her life because she felt she
was learning the skills and respongbilities that would enable her to attain greater
Independence.

Emerging | ssues and Recommendations

» Small changesthat are very important to a person'squality of lifecan be easily
madewith an opennessto listen.

Dorathy iseasing into retirement and Tim likes to get away from the busy,
noisy environment at the DT&H and spend time with hislong-time PCA. Because
their support teams have begun to redly listen and see the possibilities, they have
both reduced the number of days they spend at their DT&H programs. Instead, they
use the money for community activities that they enjoy. Dorothy, who goes about her
activities independently, has money left over for vacations and household adaptive
equipment.

Andrea, who is not amorning person, found her 7:00 AM pick-up very
unpleasant. Now she is getting up and going to work three hours later, which makes



her whole day go better. Ruth is able to get away from her disruptive housemates now
that shehasaTV in her room. Dick aways wanted to work at PizzaHut, but nobody
redlly paid attention since it was not a Site that the DT&H program worked with. With
the Sdf-Determination Project and an increased interest in listening to people and
making things happen, Andrea. Ruth, and Dick have had their most immediate desires
Met.

» Self-determinationincreasesnot only with consumer control of the money, but by
attitude changesby existing providers.

The changes that the people described in this chapter made, whether or not
they involved control of the money, often involved some accommodation on the part
of exigting service providers. Severd DT&H providers arranged to pick someone up
later or take someone home earlier. Resdentia programsin two situations shifted
daff schedules to accommodate resident’s desires. Both types of providers stretched
beyond their usual modes of service ddivery to make things happen for people.
Severd of the parents and guardians attributed this willingness to the "new mentality”
or the general awareness of individudized services that has come about because of
project activities.

» Consumersand familiesgenerally felt supported by their countiesto make
Innovative changes, but sometimeswanted mor e support to make servicesfrom
existing providersmoreindividualized and responsive.

Most people who tried innovative approaches to support delivery were very
satisfied with the support that they hed recaived from the county. Other people, who
wanted to use existing providers but have supports ddivered in amore individudized
and responsive manner, were not as satisfied. Some people were frustrated with the
lack of dternativesto ICFSMR or with the county'sinability to force an ICF/MR to
be downsized. One mother was frugtrated with the lack of DT&H choice in her town.
Severd people fet that the counties should push providersto change their attitudes,
and some felt the counties till needed to take responsibility for satisfactory services.



Jean's sgter, for example, feds grester changes will happen when the county takes
more respongbility for orienting providersto the need to listen to consumers and their
families. As a steering committee member for the saf-determination project in her
county, she reports a struggle with the county management staff over this. The county
IS saying that families need to ded with the providers directly if they are not satisfied,
but she feds the control ill lies with the county because there are not redlly
satisfactory and available aternatives to current providers,

» Most family member sand conser vator sfelt more empower ed to ensure quality
support for their loved one. Thosewho wer e al so caretaker sfelt morein control
of their lives.

Many of the parents who were able to control the supports that were ddivered
in their home found words inadequate to describe the increase in control they fdlt.
Abbey and Sarah's mother saysthey fed "way more" in control over their lives—
"there's no describing it." Billy's mother said the project has enabled them to have
"way, way, way more control." Angelas family saysthat now they can fed secure
with the gaff Angela goes out with because they can control that, and they only use
gaff they know and trust. Tim, Tom and Angela's families gppreciate that they now
have more flexibility in when they have s&ff and how they are used.

Family members who support the consumer in another home aso fdt
empowered. John's mother and Karen's mother fdt that just controlling the money
was empowering. Karen's mother fedsthat the work support provider has responded
to her control with more responsive services. Linda's conservator appreciatesthat he
can go directly to the provider to arrange services rather than work through the case
manager. Scott's sster, dong with Scott, was able to develop anew home for him.
Wayne's new consarvator said, "Now they (the team) listen to me.”

There were exceptions, however. Tom's family is still frustrated by the lack of
control they have over the PCA funding. Jennifer's mother thinks that the help that
she recelves now is somewhat more reevant to her needs, but sheis not sure it has
been worth the hasde. Troy's mother did not fed the project gave them any more



control over services. She had found, in spite of much hard work to change things,
that she could not gppreciably change the way his services were provided.

Jean's sister does not fed that paying providers has given her more influence.
She states that only managers, not the direct support gaff, are aware that she writes
the check. She sooffs at the county's suggestion that their ultimate power isto "fire"
the provider. The family does not fed able to take over Jean's care on afull-time
basis. Evenif they did, she states that one needs to remember that if you take
someone out of the system and you need to get them back in, you would have to wait
until there was an appropriate opening.

» Most consumersdid not havedirect control over their supportsor thechanges
that weremadeintheir lives, but membersof their support network claimthe
changeswer e made based on what they appear to want.

Sometimes consumers were not given direct control because they didn't seem
to have the "cognitive ability to understand self-determination” and sometimes
because dthough a consumer had good communication skills, the family fdt that they
knew what she had enjoyed in the past and made decisions accordingly. For example,
Tracey's mother saysthat Tracey resists new ideas so they plan things that they think
Tracey would enjoy.

However, everyone felt that the changes that were made reflected what the
consumer wanted. Linda's guardian feds Linda's qudity of life is better because she
has more freedom and less of the things that formerly distressed her. Andrea's mother
feelsthat now Andrea's team is paying more attention to what she wants. Because of
the project focus, Dave and Kathy are given more choice about what to eat, what to
wear, and over the sdection of their service providersincluding doctors, dentist, and
hairdresser.

Scott and Dorothy, on the other hand, had a great dedl of direct control over
the changes that were made. Scott was very involved in the development of his new
home and s&ff arrangement. He made a presentation at his "Bidders Conference”
using an overhead projector explaining what he needed and wanted from a support



provider. He chose the provider and had find say over the house and the roommate
selection. Scott and his sgter interviewed gaff and made the find selection, and he
and his housemate selected their own furniture,

Dorothy made the decision to reduce her attendance a her DT&H programto
four days aweek, even though her support team members encouraged her to cut her
work schedule back more. She chooses, with the support of her case manager, how to
spend the savings redlized by attending only four days aweek, and she writes the
checks with the support of her direct support g&ff. Dorothy say that sheis satisfied
with the amount of control she has over her life.

» Thereareoften far reaching effectswhen consumer shave control

Dick's case manager said, "His demeanor has changed. He has more
confidence in his abilities, and more faith that he will be listened to by staff and team
members. He has accepted his respongbility to follow work rulesto keep hisjob and
he is an enthusiastic worker. Dick used to try hard to please everyone.. . Heismuch
more assertive now."

Scott's Sgter saysthat Scott is happier, more self-confident, and more
outgoing now. He takesalot of pride in his home, and he advocates better for
himsdlf. Not only does he have control over hisresidentia environment, but he hasa
lot more control over hisdaly life aswell. He has alot more freedomto be
independent and to have guestsin, and he ismore chdlenged to assume more

responsibility.

» Someofthemajor changesthat were made by participantsin the project came
about asaresult of theflexibility provided by amendmentsto the MR/RC waiver
that allowed increased self-deter mination and control of resources.

Abbey and Dave got Medicaid waiver dlocations about the same time they
enrolled in the project. The money that Abbey and Sarah's family received for their
support that they were able to control effectively increased from $6,000 to $40,000.
Billy had been recelving walvered services for ayear and ahaf prior to participation



in saf determination. For his family, participation in the project dlowed them to use
his waiver dlocation in much more cregtive ways than was possible before. Dave
was able to leave bis ICF/MR to live with his Sster because of the waiver alocation

that he recelved.

* Some peopleremainedinresidential or DT& H programsthat were unableor
unwilling to providethetypesof servicesthey desired.

Wayne, who is 38 and physicaly healthy, still livesin asx-person ICHMR
with people who are ederly and medicdly fragile. His community job was
discontinued and now, according to his conservator, "he'sjust hanging around the
workshop."

Troy, who uses awhedlchair, till spends his day in a portion of the workshop
with people with challenging behaviors, and his mother questions his safety there.
She worked very hard to find a community job for him, but findly gave up. Sheis not
happy with the DT&H provider, but it isthe only one in town.
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Video: Person-Centered Thinking: Supporting Self-Deter mination

The Minnesota Sdf-Determination Project produced a video that introduced
the concept of saf-determination asit relates to service delivery to persons with
developmenta disabilities. The video included short vignettes featuring consumers
and families who had been involved in the project as well as some persons who were
involved in other person-centered initiatives. In these vignettes, consumers and
families described ways their lives and their services had changed through the project.
In particular, the video demondirates. a) the use of individual budgets to design and
purchase services, b) the use of person-centered approaches to service planning, ¢)
some way's consumers have used the project as away to access generic community
resources services, and d) the participation of persons with developmentd disabilities
in a sdlf-advocacy organization. The video depicts the impacts of these activities both
by showing scenes of consumers and families actively engaged in avariety of
activities and through interviews with consumers and family members who talked
about their experiences with the project.

The video was evduated by two review panels consisting of self-advocates,
one parent, and one direct support daff. The evauation instrument for programs,
which was described earlier, was used as aguide.

Respectful. Those reviewing the video thought it did agood job of
demondirating the strengths and potentia of the people who were featured. One
reviewer particularly liked the way in which the scenes of the self-advocacy group
activities showed a sense of teamwork and discussion of significant issues. During
discussions, one reviewer commented that “the video really showed what families and
consumers could do if given the chance." The video dso did an effectivejobin
including both men and women, and one of the persons included was a member of a
minority culturd group.

Some reviewers were concerned that the video came off as a marketing piece
for salf-determination initiatives instead of atraining video demonstrating both the
benefits and risks to consumers and families in taking grester control in arranging
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their own supports. One reviewer commented the video "made it ook easy." He
wished the video would have included more information about the challenges
individuals and families faced as they began to take greater control of their resources,
and especidly the ways people addressed particular problems asthey emerged. A
parent of an adult with sgnificant disabilities stated ™Y ou can talk about person-
centered al you want, but you have to face redity.” She made this statement as she
talked about her struggles in attempting to push traditiona service providersto
change with the project and the failure of the video to capture such struggles.

Some reviewers thought the video had an over-representation of persons
whose disabilities seem to be mild. They thought that the video should have included
Ideas about how self-determination approaches might look for persons whose
disabilities are more severe. The parent of a person with more sgnificant disabilities
shared the concern that watching the video may |eave some viewers with the idea that
self-determination is most gpplicable to persons with mild disabilities. A person with
mild disabilities made the comment that for persons with more severe disabilities a
smdl increase in control may be "quite amazing,”" and may make avery red
difference in the persons life.

One group of sdlf-advocates who reviewed the video was very concerned that
it did not depict persons with disabilities as "equd people’ in the saf-determination
process. By thisthey meant that the video placed grest emphasis on the increased
sense of control gained by parents as part of the project rather than on persons with
disabilities being the ones experiencing a greater sense of control. A suggestion was
to creste two separate sections in the video. One section could clearly demonstrate
what it meant for families to gain greater control in arranging services and supports.
The other could focus on persons with disabilities taking an increased role in
selecting and arranging supports and services for themsalves according to their plans
and goals.

One person with disabilities thought including the choice one person made to
sng Karokein abar as part of the video was ill-advised since such a choice may
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seem offensve to some. Mot others however were hgppy with this scene since it

showed a person with disabilities making a choice common among persons his age.
Undergtandable. Although the video made most of its pointsin a somewhat

indirect manner, such as using persona storiesto illustrate components of service
ddivery that facilitated salf-determination, most people thought the video used words
and concepts that worked very well. One suggestion to make the video more
understandable was to give a clearer definition of what saf-determination meansin
the beginning. Reviewers aso suggested adding anarrator to discuss important ideas
at the beginning and end of the video. Another suggestion was to make sure that any
words gppearing on the screen are d o read by anarrator so non-readers do not miss
any content.

Useful. Most reviewers of the video commented that it did avery good jobin
showing methodsin which personswith disabilities could experience increased sdf-
determination. Severd people commented positively on the display of teamwork and
collaboration, which is an important factor in encouraging and facilitating sdf-
determination. Nearly all persons with disabilities were impressed with the portion of
the video that demonstrated sdlf-advocacy, particularly the waysin which a sdf-
advocacy group talked and worked together. They especidly liked this part of the
video because it showed persons with disabilities in avery posditive light Some noted
the group in the video was talking about issues that are important to many saf-
advocates such asfinding agood job or getting married. One reviewer commented
"the peoplein the video said what we dl are saying, "Wewant agood job" or "We
want to be able to get married." People aso especidly liked the part of the video that
demonstrated a person-centered planning meeting and showed a person with
disabilitiestaking agreat ded of control over her planning meeting.

Most reviewers thought the video should contain some practica information
for viewers about how sdlf-determination approaches actually work and how they
could experience the attractive outcomes shown in the video. One reviewer suggested
having a county case manager briefly explain how people could recelve their service
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dollarsin an individua budget, how they could arrange aperson-centered planning

meeting, or how to |locate a self-advocacy group intheir area. Another suggestion was
to add some discussion points a which the video could be stopped and some
questions that people could discuss. Thiswould hel p them to integrate what they were
seeing and share ideas with each other on how to usethe information. A smilar idea
might be to create a discussion guide to accompany the video.
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Fact sheets on Self-Deter mination topics

One county involved in Minnesota's Self Determination Project created a set
of five one-page fact sheets on topics related to using the service system in Minnesota
for persons with developmenta disabilities. The five topics are"Y our Case
Manager," "Your Team," "Person-Centered Planning,” "Money and Budgets," and
"Be Informed." The sheets describe to the reader how each service or support is
intended to work and the choices people have in using it. Some sheets aso include
technica information that may be difficult for some people to understand. Each sheet
encourages people with disabilities and family membersto take greater control of
their services.

These documents use an attractive font, large print, and generous line spacing.
The fact sheets are completely text based with no drawings or pictures and few
graphics. Each sheet was printed on bright colored paper, with each sheet adifferent
color, making them quite attractive.

Respectful. Since the information was quite generd, the evaluators had no
concerns regarding respect for different groups, such as men and women or members
of minority cultural groups. Some who read the fact sheets commented that they
seemed to be "sdlling ideas,” or suggesting ideas about what consumers should want
to do, rather than presenting options and choices at face value.

Underglandable. Nearly al reviewersthought the worksheets were clear and
easy to understand. People had few or no complaints about seeing wordsthat were
difficult to understand or ideas that were unclear or overly complicated. Many
reviewers liked the idea of separate, one-page fact sheets that broke down information
INto easy to manage pieces.

Useful. The opinions of reviewers varied in terms of the utility of the
information presented in the worksheets. Most reviewers thought they provided
information that was practica such as suggestions regarding who consumers and
family members could invite to be a part of their team. Nearly all reviewersrated the
fact sheets favorably in terms of informing persons of the choices and support options
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they had and in encouraging persons with disabilities and family membersto take
greater control of their services. One reviewer made the comment that the fact sheets
described thingsthat "I can go out and try."

Another reviewer pointed out that the information was not consistent with her
experience. She didn't fed that she had the choices that were described, for example
shesad, "l can't have anybody | want on my team." She fet the description of the
role of the case manager may set up unrealistic expectations based on current
caseload sizes. While these were seen as negative points in the eyes of this sdf-
advocate, they actualy may be strengths in raisng consumer expectations for support
that encourages sdf-determination. It may be advisable, however, to acknowledge it
when suggested options may be inconsistent with past practices.

Other suggestions to improve the worksheets were to include information

about both the pros and cons rather than emphasizing only the positive parts of the
options explained. Reviewers fdt this would make the fact sheets seem more like
training materials on making informed choices rather than sheets that unintentionally
advocate for particular options. The comment was ad so made that the feet sheets may
assume well-devel oped sdf-advocacy skills on the part of the reader in order for the
suggestions to be implemented. For some fact sheets, such asthosetitled ™Y our
Team" and "Person-Centered Planning,” it may be worthwhile to highlight who can
provide more information or support in making the suggested changes.
The information contained in these worksheets would be equaly useful in other
counties across the state. If adapted for individua counties, specific resource
information could be included.

On reviewer suggested an additiona Fact Sheet be prepared about the use of
professona advocates. This should include information about when accessing this
service may be advisable and the possible roles an advocate may take.
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It's My Lifel A Handbook for People with Developmental

Disabilities and Their Families

This handbook is athree part, 14-page booklet whose target audience is
people with disabilities and their families. The booklet is divided into three sections:
"Part 1. What do | want? What do | need?' "Part 2: Learning about services | need,"
and "Part 3: Finding the supports | need.”

Thefirgt section is made up dmost entirely of clip art images of options
people have or can develop in severa areas of life, such as placesto live, jobs,
transportation, and leisure time. These images are presented as the same lifestyle
options of al people, such as"Should | livein ahouse, or an gpartment?’ The images
are large and represent severd options in each area.

The second and third sections continue to use clip art images but aso contain
much more text. Some of the words and ideas in these sections may be complex for
some users. Section two of the guide reviews services available to persons with
developmenta disabilities and their familiesthat are mostly system-based. They
include service coordinator roles and program models such as Adult Foster Care,
Intermediate Care Facilities, etc. In addition, financid programs such as
Supplementa Security Income (SSI), Socid Security Disability Insurance (SSDI),
and Medicd Assstance are described.

The third section of the guide is only one page long and directs people to think
about the preferences they identified in section one and the resources described in
section two to obtain the supports they need. Thisfina section reviews the options of
buying supports through aprovider agency or hiring support people directly.

The handbook was eva uated by one review panel consisting entirely of sdif-
advocates. They used the evauation instrument for reading materia, whichis
described earlier. In addition, this report includes suggestions from the evauation
team.
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Respectful. This booklet makes extensive use of clip art, and most people fet
it showed men and women in respectful ways. There were generdly equa numbers of
males and femaes shown. Although no reviewers mentioned it and it isaminor
criticism, most of the clip art images perpetuate gender stereotypes. In the bookl e,
male figures are generally shown doing work traditionally associated with males
(congtruction, janitorial) and femde figures are shown in roles traditionally associated
with women (walitress, cook, nurse, and support provider).

Some reviewers were concerned about the degree to which the guide was
respectful of persons of al races and cultura groups. Although much clip art appears
to be culturdly neutra, the images in this booklet look consistently European-
American. Additiond attention should be given in future products to clearly represent
persons of other cultures and races.

It was impressive that in the section on employment choicesthe option of
choosing to retire was included. This option is often forgotten for persons with
developmenta disabilities who receive services. In addition, it would be good to
demonstrate the choice between working for pay and working as avolunteer.

Understandable. Most reviewers observed that the guide had aclear
introductory/cover page that informed people of its purpose. They aso noted that the
fina section tied al the ideas together. These factors enhanced understanding of the
purpose and facilitated use of the document.

The booklet dso did agreet job of using clip art to show ideas and options and
to encourage people to think about other ideas. The use of many pictures and images
makes the booklet ussful for a person with limited or no reading skillsif given some
assistance by another person. The reviewers suggested adding color to make the guide
more attractive and using larger type in sections two and three to make the
information easier to read.

If the booklet isfor use by persons with developmenta disabilities, even with
support from another person, it isimportant to smplify the language and the ideas
presented in sections two and three. This may mean organizing the types of supports
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described into clear categories such as''Income Supports,” “Living Supports,” and
"Work Supports." In addition, section two should probably have more options for

vocational support such as enclaves, supported employment, working as avolunteer,
etc. Another ideawould be to include a greater number of generic community support
along with more traditional support options.

Thefind section of the booklet is very brief, yet introduces avery complex
area. This page introduces usersto the choice between working with aprovider
agency or hiring their own support persons using an individua budget. However, it
offers no clear definition of what these options realy mean and suggests no
congderations in making this choice. It would be helpful to describe the differences
between using aprovider agency and independently hiring support people much more
clearly and succinctly according to a set of criteria. It also may be hepful to present
this information using a comparison grid, and including aworksheet or set of
questions for users of the booklet to evaluate which option best matches their
gtuation.

This section suggests severd ideas for peopleto investigate in deciding
whether to hire their own support or to work through aprovider agency. It would be
clearer to arrange these ideas under the relevant support options and add a sentence
explaining why the ideais relevant.

The second and third sections of the booklet should have alayout smilar to
that of the firgt section. The fird section includes many graphics and seemsto be
largely targeted for use by persons who have cognitive disabilities with help from a
support person. However, the second and third sections seem much more complex
and targeted mostly to support people.

Useful. In the second section, the booklet gave some helpful descriptive
information about different types of support options. For example, al descriptions of
programs offering residential services give some idea of the physica size of atypica
living arrangement and the amount of support provided. A strength of the guideis
that the information is not used to depict one option as being more or less desirable
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than another, but smply shows how supports are different and lets users make their
own judgements.

A way to improve section two may be to describe each option in terms of 3-4
consistent criteria chosen for that type of support and include a comparison chart for
each. For example, every resdentiad program might be described in terms of the
amount of support and assistance available, the typical number of people who live
together, the degree of structure and rules, and the costs, or how the support is paid
for. Combining this with a smple worksheet to guide consumers and familiesin
making decisions about what is most important to them in selecting supports would
make section two smpler and easer to use.

While the booklet introduces many options, it lacks the format consumers and
families need to evauate ideas and to begin acting onthem. Section 1 provides places
where people can write notes, but the other sections do not It may be useful to
include additiona note sections for usersto record persond thoughts or choices for
each section.

Severd consumers noted that the booklet would be more useful if it contained
more information about where people could get more information about the options
described. 1t may aso be helpful to give readers some information at the end of
section 1 about arranging for a person-centered planning process if they are interested
In assistance to generate additional ideas or to develop a group of supportersto assist
them in attaining the lifestyle they desire.
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Person-Centered Thinking: Supporting Cultural Competence

Staff from the Minnesota SAf-Determination Project developed a three-page
worksheet to be used as a culturd competence guide. The worksheet begins with an
introduction that states that its purpose isto "increase sengtivity to the unique
contribution that all people can make if given the chance to appreciate the diversity
that isal around us." It then states that thisis"atool that can be used to start a
conversation to learn more about what is and isn't important” to the other person. The
Introduction stresses the need to build trust by asking questions respectfully and
honoring the responses provided by the interviewee, and an example isused to
illustrate this point. Except for this example, whichis labeled as coming from
Japanese culture, the worksheet does not mention any particular cultura groups, and
the term culture does not gppear in any of the questions.

Following the introduction are five sets of questions. There are no labels
provided for the individual sets of questions, but they appear to ded with 1) the
person's sense of feding understood in terms of language and background, 2) the
types of cultura eventsthat are important to the person, 3) the customs and traditions
followed, 4) the rituals and habits followed, and 5) the roles of people to whom the
individua listens and from whom he seeks advice. Some of the questions can be
answered with ayes/no response, but most questions are "open ended” and ask people
to respond in their own words.

This product was evauated by three Ingtitute on Community Integration staff
who have substantial expertisein cultura issues. It should be noted that this product
was gtill inadraft form at the time it was evaluated, and many of the problems noted
by the evauators might have been attended to in further revisions.

Respectful. Both the introduction and the questions are unassuming and seem
respectful of al groups including both men and women, persons of any race or
culture (including European-American culture), and persons of al ages. Without
directly mentioning culture, which may seem patronizing, the questions ask about
everyday aspects of aperson'slife that are likely to generate information about a
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person's cultura preferences. Many of the questions seemed based on the ideals of
person-centered planning which is a process based on respecting each person's
unique dreams and gifts. (The evauators noted that the questions in the worksheet
seem to be based on the "Essentid Lifestyles Planning Process' developed by
Michad Smull, and this should probably be credited.)

Undergtiandable. A strength of the worksheet isthat it presents a set of very
smple, non-intrusive questions for use in considering cultural preferences. The

section headings include examples or definitions to give context to the questions. In
most cases, this ishepful; however, the questions on customs and rituals are abstract
and open-ended and may be difficult to answer. These questions should be re-worked
to become as concrete and direct as most of the others.

Although there were some wesknesses in the format of the workshest, criticisms are
probably premature since the document that was reviewed was avery early draft. The
find worksheet should use alarger, more attractive font, increased space between
lines, and some graphics. Responses should be facilitated by providing aclear
expectation about how to record yes/no choices and sufficient space to write
responses to the open-ended questions.

Useful. It is not gpparent who the prospective users of thisworksheet are or
how it isto be used. Thetarget audience is unclear both in terms of who will usethe
worksheet to interview people and who will be interviewed. It is gpparently directed
toward a broad range of users both insgde and outside of the human service system.
(The introduction suggests using it with "people in your life who are important to
you.") However, a more specific desgnation of who, within the human services
system, will use this worksheet would alow for clear ingtructions and enhance its
usefulness.

Neither isthe targeted use specified. The worksheet asks about many lifestyle
preferences that represent ways in which an individua or family expressestheir
culture (e.g., language, celebrations, rituals, etc.). However, the worksheet does not



tie this information to use in arranging supports or encouraging the person's or
family's self-determination.

When the prospective use and users are specified, it will be possibleto write
clear directions about how to use the worksheet. Aninconsstency in the current
verson will need to be corrected. In the introduction, the worksheet suggeststhe
guestions be used to get better acquainted with a person important to them; but the
worksheet ends with the statement "Thank you for taking the time to complete this."

The worksheet may be more clear if it was constructed as a salf-assessment
instrument for people to consider their own culturd beliefs and how they want to
express those bdiefsin their dally lives. This sdf-assessment could be completed by
individuals and families—independently or with help from a support person. This
information could then be used to plan how supports should be provided. The sdf-
assessment could also be completed by support coordinators or service providersin
order to facilitate understanding of their own cultural beliefs and preferences and how
they may differ from those of another person.

The ussfulness of thisworksheet would be enhanced by defining "sdif-
determination” and "culture,”" and providing a short description of why understanding
these concepts is important to feding salf-determined and supporting another
person's self-determination. It may also be hdpful to attach alist of resources for
usersto learn more about different cultures and cultura groups.



Metro Provider Guide

The Metro Provider Guide is aguideto service options and service providers

In the saven-county metro area surrounding Minnegpolis and St. Paul, Minnesota. At
the time of the evaluation the main body of this guide, which givesreadersa
description of the generd nature of different types of supports according to traditional
sarvice categories (ICFMR, Waiver, SILS, Day Habilitation Services, etc.), had been
completed and was reviewed. Initsfind form, the Metro Provider Guide will aso
include a"yellow pages" section listing service providers from throughout the seven
county metro area. Service providers will be listed both by the exact type of service(s)
they provides and the geographic areathey serve. Unfortunatdly, these yellow pages
had not yet been completed at the time of the evauation, so only the main portion of
the guide was evauated.

The Metro Provider Guide agppears to be directed to alarge audience including
both persons with mild disabilities and members of their families who may assist
them in making decisions about the types of servicesthey desire. The guide useslarge
print with ample spacing between lines, aswell as drawingsto illustrate particular
areas and ideas being explained in each section.

This product was eva uated by two review panels consisting primarily of
people with developmentd disabilities along with one parent and one direct service
g&f. The previoudy described evauation instrument for reading material was used to
guide the discussion.

Respectful. All reviewers thought the metro provider guide was respectful of
any audience who might useit. The booklet uses black and white drawings of people
with aroughly equa mix of men and women. Reviewers felt these figures could be
thought of as belonging to any culture, dthough some people thought the guide would
be improved if some of the figures more clearly represented persons from minority
cultures. While the booklet discussed the support needs of persons with awide range
of abilities and disahilities, one reviewer made the comment that she wished the
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figures representing persons with physical disabilities demonstrated more active vs.
Ssedentary activities.

Understandable. Reviewers with developmentd disabilities who had good
reading skills found the metro provider guide to be generaly easy to understand.
Severd people especidly appreciated the large type and generous spacing between
lines, and most people thought the drawings included in the booklet were very
effective in supporting the ideas being described in the text.

While acknowledging that the verson of the booklet being eval uated was considered
adraft, reviewers made severd comments regarding ways to make the booklet easier
to read and understand. Many of these comments point to things that probably will be
rectified as the guide movesfrom adraft to afina stage. These include adding amore
attractive and eye catching cover page and adding page numbers and atable of
content to assist readers in finding the information of interest to them. Severd
reviewers saw it asimportant that the final printing of the Metro Provider Guide
include some color, and further, that color be used to highlight and organize particular
information. For example, one reviewer suggested that al telephone numbers
throughout the guide be printed in a congstent color and manner that would be
reserved for telephone numbers.

Additionally, the Metro Provider Guide may be easier to understand if it was
written exclusvely for persons with disabilities rather than having some sections
written for persons with disabilities and other parts referring to the reader as someone
who will be arranging supports for another person. Reviewers fdt including a
glossary at the end of the guide was a good idea, but an even better ideawould beto
include definitions of confusing terms on the same page where the term was being
used. Thiswould eliminate the need for people to flip back and forth between the text
and the glossary. Reviewers aso suggested an audiotape be devel oped to accompany
the final guide, which would make the booklet much easier to read and follow for

many people.
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Useful. Nearly al reviewers found the Metro Providers Guide to be useful.
Many of the reviewers were experienced sdf-advocates who probably have a greater

degree of knowledge about service options than many persons with developmenta
disabilities. Nevertheless, they reported that the provider guide contained information
and ideas that were new to them. Severd reviewers especidly liked the sample
guestions that consumers and family members could ask when checking into a service
option or with a service provider to determine whether it isright for them. Reviewers
a0 liked the fact that the guide included telephone numbers they could call for
further information about obtaining services and information about using the services
of an advocate.

Suggestions for improvement included expanding the section that gives
people information about agencies that provide advocacy services. Reviewers thought
it would be helpful to include some information about when to consult an advocate
and what kinds of assstance and support they might expect. In addition, reviewers
saw it as important to distinguish "salf-advocacy” and explain the differences
between agencies or programs that support consumer and family membersto
advocate for themselves and those that primarily provide more traditional advocacy
sarvices.

There were several comments regarding ways in which the guide could
become more effective in supporting consumers and families in making choices
between different service types. For example, many people noted that the Metro
Provider Guide was often more explicit about the benefits and positive parts of
various services than about the limits or possible risks. It may be helpful to include a
summary for each service type that illustrates very clearly the strong points and
cautions associated with that particular service. One review panel suggested that the
Provider Guide include information on the responsibilities of consumers and families
that are associated with each type of service. This may mean explaining the tasks
individuals and families would be expected to take on as part of usng a particular
type of support or things that a particular type of support wouldn't do for a consumer.
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Information that very clearly showed the pros and cons associated with each type of
sarvice, coupled with some basic information or models for making decisions
regarding desired supports, may go far in empowering consumers.

It is unfortunate that the Provider Guide does not explain to consumers and
families the option of arranging their own services using an individua budget. While
it would not be desirable to compromise the smple and straightforward approach of
the Metro Provider Guide by trying to include all the possibilities and considerations
that are part of deciding to use an individual budget, the omission of this option

places limits on consumers expectations.



Housing Guide

The Minnesota Sdf-Determination Project created a 16-page guide to housing
options for persons with developmenta disabilities. The guide presents information
about severa options including purchasing ahome, renting ahome, or renting an
gpartment using publicly subsidized or market-rate options. The guide also includes
congderations when deciding whether to have aroommate and who that roommate
should be.

The Housing Guide that was evauated was a draft copy and did not include
severd gppendicesthat were still to be developed. These gppendiceswill include a
resource list, an income workshest, achart to use in comparing renting ahome with
home ownership, information on the adult fodter care and group residential housing
options, and ahouse hunter's checklist. The guide was evauated by two review
panels conssting entirdly of sdf-advocates.

Respectful. The reviewers fdt the Housng Guide did agood job of being
respectful and demondirating that the housing options being presented bel_onged to
al peopleincluding men and women, persons of al races and cultures, and persons of
al abilities. The Housing Guide uses black and white clip art imagesto show people
and these are generdly neutrd in terms of depicting culture. One reviewer suggested
finding ways to show people with different types of disabilitiesinstead of dways
showing aperson in awhedchair to symbolize people with disabilities.

Undergtiandable. All reviewers found the Housing Guide generdly easy to
read, and many commented that its layout was very attractive. Reviewers thought the
type used in the guide was large enough and the spacing between lines was adequate.
The guide used page numbers that were "artsy" and the reviewers felt they added to
the attractiveness of the guide. The page numbers, however, appear in different
positions on each page, and some reviewers had difficulty in reading them and/or in
recognizing them as page numbers. They suggested they would be easier to use if
they appeared in the same position on each page.




Mogt, but not all, of the reviewers thought the words and ideas used in the
guide were easy to understand. A couple people thought some words were difficult to
understand and some sentences were hard to follow.

Reviewers recommended that this guide should be used by most persons with
disabilities in cooperation with amisted friend. This recommendation came not so
much because the Housing Guide is hard to understand, but because it talks about
very important decisonsthat al people must consider very carefully.

Although it is probably planned, reviewers thought the addition of a cover
page and atable of contents would make the Housing Guide more attractive and easy
to use. Reviewers dso fdt that it would be beneficid if the finad version of the guide
could include some color, both to make it more attractive and to highlight important

information such as telephone numbers. While reviewers thought the drawings
included in the book were very effective in making the information easier to
understand, there could be even more such drawings, or even photographs, to
demonstrate options. People thought this would be hdpful particularly inthe section
describing home ownership.

Useful. Nearly al reviewers commented that the Housing Guide included a
sgnificant amount of information that was new to them. Severd noted that the
information and the way it was presented caused them to think about different options
they had. One reviewer commented particularly on the very practical ideas used on

page six to help readersto think about whether they wanted to have aroommate; and,
If s0, what type of person they might seek. She thought these ideas may have helped
her avoid some negative experiences she had with roommates in the past.

Many reviewers especidly liked the ideathat the Housing Guide described both the

positive and negative aspects of many housing options. One suggestion was to
organize these into a grid illustrating pros and cons for people to use in comparing
options. This seemsto be dready be planned as an gppendix to the guide.
Additiond information that reviewers suggested for incluson were
congderations in deciding whether to have a pet, information on ng the



physica accesshility of housing, adirectory of persons or agencies to contact for
further information about particular options (including sources on the internet/World
Wide Web), and the types of ongoing maintenance responsibilities that come with
different housing options. One reviewer who received subsidized rent through Section
8 saw aneed for extendve information about the guidelines and responsibilities
associated with this option. While review panel members had many ideas for
additions to the Housing Guide, these must be balanced with the need to keep the
booklet small and easy to use. Perhaps many of the idessiillustrated above may make
useful appendices to the Housing Guide or separate booklets that people could be
referred to as each applied to their housing plans.




Finding the Support You Need

"Finding The Support You Need" isaguide to arranging supports targeted
mostly to family members and support persons, but it may also be useful to some
people with developmenta disabilities who are aware of the types of supports they
need and desire. The manua was designed to be used in conjunction with a support

person such as a case manager to facilitate understanding of the information. The
first two sections of the book describe the options of purchasing/obtaining supports
through an existing service provider agency and of hiring persons to provide support
outside of an agency. The remaining Six sections describe topics specific to
individuals and families who decide to purchase support independent of a service
provider agency. These topics include basic information about taxes, insurance, hiring
afiscd agent, hiring an employer-of-record, and about labor laws asthey relateto
hiring persons to provide in-home and community-based supports.

"Finding The Support You Need" deds extensvely withthe legd and
technica aspects of being an employer, which persons need to be aware asthey use
individua budgets and hire support daff outside of traditional agencies. In describing
this information, the book provides many examples that describe somewhat abstract
concepts, such as whether to "bond" employees, and shows how they arerelevant in
hiring people to provide persona support. At the end of each section are sample
formsthat have been discussed such astax forms, worksheets, and checkliststo assist
people in developing documents like job descriptions and employment contracts.
These worksheets and forms generdly follow the ideas and information reviewed in

the text very closdly.

Respectful "Finding The Support You Need" is free from bias towards any
group of person based on gender, race, culture, leve or type of disability, or any other
persond characteristic. The book shows respect for personswith disabilities by
addressing the person with disabilities as the reader rather than some other support

person. This gpproach encourages those who are supporting, and perhaps making
decisions on behaf of persons with sgnificant cognitive disabilities to consider



decisons from the perspective of the person rather than their own. Such an approach
islikely to lead to persons with disabilities having supports that are " person-
centered.” "Person-centered” supports and decisions are those based on the needs
and preferences of the person with disabilities rather than those of others involved.
Understandable: While "Finding the Support Y ou Need" was designed to be
used by consumers and families in conjunction with a support person such as a case

manager, it was the evauators experience that many families were using the manual
ontheir own. Therefore it seems pertinent to evaluate its understandability asa
product that consumers and family may use with or without support. As stated above,
"Finding the Support You Need" isadmost entirdy text with no graphics so it relies
on the user having well developed reading skills. In addition, it describes some very

complicated ideas and decisions. This means most persons with cognitive disabilities
would probably need a great ded of assstance in reading the text and understanding
all of the ideas being presented. At the same time, one review panel member who had
amild cognitive disability reviewed some sections of the book and found it to be of
interest to her, and quite easy to read. She benefited from the large text and generous
line spacing, and found most words were easy for her to understand. She noted the
pages seemed very neat and organized, and appreciated the use of boxesto highlight
Important information such as agenciesto contact, phone numbers, and summary
points. This reviewer explained how the use of boxes and other strategiesto organize
and highlight text would make it easy for her to later refer back to important
information. She a so gppreciated the worksheets that were included at the end of
each section because they would help her and other readersto act on the information
included in each section. For example, she especialy liked worksheets following the
section on "Hiring your own support” since they asked very clear questions that
forced her to think about and identify those tasks she desired assistance with from
others.

Andrea's mother told evauators she had received a copy of "Finding the
Support You Need" and has found it very useful as she attemptsto develop anew




vocationd program for her daughter. So far, she has directly used the sections on
writing ajob description and an ad to attract potential support people. Andrea's
mother has aso used the book in her job as a professond advocate at Arc. Asdid the
review panel member, Andrea's mother thinks the book will be easy to understand for
al families.

Although one review pand member with mild disabilities found some parts of
the book useful and easy to understand, it is likely that much of the information will
be difficult for many persons with cognitive disabilities to understand and relate to.

Basaed on comments of reviewers across al products, many decisions
reviewed in this book are the types of decisions most persons with cognitive
disabilities would want and need assstance with, or have someone e se they trust
make for them. Reviewers however did identify some sections as covering areas
about which most persons with developmentd disabilities would want and be able to
participate in making decisions. For example, many persons with disabilities will
probably be interested and able to assst in identifying the particular areas in which
they want and need support. Many persons with disabilitiesare dso likely to take
great interest in identifying the most important characteristics they desire in a support
provider, be it an agency or anindividua. Information about making these types of
decisons is placed very early in the book, whichisalogica location for information
most likely to be reviewed by persons with disabilities. A recommendation would be
to especidly concentrate on making the text easier to understand and modifying
worksheetsin these initia sections of the book to better accommodate persons with
disabilities reviewing them together with atrusted friend or advocate. The placement
of more complex information later in the book also isalogicd ideasinceit islikely
only to be needed by those users choosing to independently hire personsto provide
supports. This group probably represents a smdl minority of al the people who will
use the book, and are likely to be persons with strong reading and cognitive skills
such as family members, guardians, or conservatorsto persons with developmental
disabilities.



"Finding the Support You Need" provides users agreat dedl of information to
asss them in making very sgnificant decisons. While the volume of information

may be congdered a strength of the book, it aso may cause "Finding the Support You

Need" to be overwhelming for many persons who useit in planning and arranging
supports. It islikdy that some readers will have difficulty remembering and
organizing dl the information included as they begin consdering how to design their
supports. In theinitia sections of the book, it may be useful to arrange the most
Important concepts about the differences between hiring support providers through an
agency, or outside an agency into some type of adecison tree. The purpose of a
decison tree would be to provide away for consumers and their advocates to
organize and perhaps record persona thoughts and ideas while considering the
decisonsthey will make. A decisontreeinthisinitial section could also be used to
direct usersto those sections of the book important to review based on the decisons
they are consdering. In some sections, adecison tree could also remind readers of
factorsthey don't need to be concerned with, and point out those worksheets, forms,
or possibly sections of the book they can skip over based on their plans for arranging
supports. For example, if aperson is condgdering choosing their own persons to
provide support, but usng an employer of record to handle most administrative tasks,
they would be guided to dl information on hiring and supervising people. Atthe
sametime, readers making such a decision could be reminded of areas they do not
need to review such as the sections on insurance and taxes. This use of adecision
tree once introduced could be carried throughout the book to provide agraphica
image of the considerations and necessary decisions related to each section (e.g., Dol
need to buy additiona insurance?, What type(s) do | need or want?, What additiona
information do | need?).

In addition to making information in certain portions of the book more
access ble to persons with cognitive disabilities and adding decision trees, there are
severd other suggestions regarding ways to make the book more understandable for
al readers. One such suggestion is removing or reducing the amount of information



that would seem gpplicable for only a smal number of users of the book. An
example of information that might be removed, or &t least be shortened and moved to
aless prominent location, isthat on the Minnesota Human Rights Act. This
information is reviewed early in the section on hiring support people, but actualy
does not gpply to "domestic workers." Another example of information that could be
presented much more succinctly is that on bonding of support providers which may of
concern to only asmall number of individuals and families involved in this type of
endeavor.

Findly, it seems important that this book receive avery careful proofreading
to assure dl ideas are presented in the most accurate, clear and succinct manner
possible. The evaluators noticed sentences that are very long and complicated, or
information that is unclear or leaves "loose ends’ such asthat on the State
Unemployment Tax described on page 7 of the section on taxes. In other cases,
information may be mideading to areader, such as on page 3 of the section on
"Hiring Y our Own Supports' which states the money in an individual budget "is
yoursto spend." Such a statement neglects the fact that in most cases money must be
gpent according to some type of an "gpproved support plan." Also, the supporting
information following the section on taxes includes three tax forms which receive no
mention in the text, The MinnesotaNew Hire Reporting Form, The Application for
Business Regidtration, and the W-4. Findly, one reviewer suggested the book would
be easier to follow if sections were lettered (Section A, B, C, etc) and page numbers
included the section and the page (such asthethird page in " Section C Managing
Y our Own Support” being labeled page C-3). It is obviousthat avast amount of
complex information has been reviewed and the most relevant information has been
trandated into understandable language. However, the book would benefit from one
more iteration of edits and revisons. In making edits, specia attention should be
given to identifying and reworking those aress of the book that are most difficult to
understand.



Usefulness "Finding the Support Y ou Need" provides readers a good
overview of the considerations in making the choice between purchasing supports

through an existing provider agency or hiring support persons outside of an agency.
For persons who decide to purchase supports outside of an agency, the book provides
agreat ded of information about both the practica, and the legal consderationsin
hiring and managing support persons. The book is very effective in presenting options
and ideas in avery complete and objective manner, and reviewers felt it explained
both the positive sides and risks associated with most choices. Reviewers aso liked
the fact that the book provided severa ideas about where to go for more information
about each of the areas that were discussed.

Severd families who had made the choice to hire their own support staff
found the book very useful. Tracey's mother recelved and used "Finding the Support
You Need." Shefdt it was very hepful. She has used it often for ideas and advice as
she began hiring support saff to assst Tracey a home. For example, it was helpful to

be told to get a copy of a prospective support workers driver's license. Tracey's
mother also showed the book to the new gaff to explain how she was doing tax
withholding. She feds an improvement would be to add sectionsto the book about
the background of self-determination for persons with disabilities and why this option
has been created.

Some participants noted "Finding The Support Y ou Need" does not live up to
itstitle in discussing dl the various supportsindividuas and familiesinvolved in a

program promoting salf-determination for persons with developmenta disabilities
may benefit from. While the information in "Finding the Support You Need" is very
helpful to users in arranging people to provide support to persons with disabilities, it

contains no information or acknowledgement of other supports that may increase
control of services. Such supports may include sources for finding specidized
equipment and toys or suggestions about aternatives to traditional support
approaches such as severd families developing a support cooperative or using
person-centered planning gpproaches to design supports.



As noted above, "Finding The Support You Need" has agreet ded of very
technical and legd information only needed by individuas and families who choose
to manage sgnificant amounts of money and hire people without support from an

agency. Most persons who we interviewed for the project evaluation were not
interested in taking on this responsibility, and found most information in the book far
beyond what they needed. Angela's mom received an early verson of "Finding the
Support You Need." She said they "glanced through it" and had their gaff person
look through it, but did not use it because they haven't had to hire anyone and they
are using an agency as employer of record to handle adminidrative tasks. Tim's
family aso recelved "Finding The Support You Need." but they haven't needed to
use it because they are trying to keep the amount they spend on support people under
the amount that would require tax withholding. They consider most of the support
they are paying for to be "respite," which doesn't require withholding. As the use of
individua budgets becomes more prevaent and more consumers and families decide

to manage larger amounts of money, abook such as"Finding the Support Y ou Need"
may be of much greater use.

Some families who received a copy of "Finding the Support Y ou Need" used
bits and pieces of the book. Billy's mother received "Finding the Support You
Need." and dthough sheis using an employer of record, she does have some
"Informa" help for whom she is withholding socid security. She used the manud to
locate the correct form to use in submitting these payments and for directions about

how to gpply for an employer ID number with the Interna Revenue Service. Billy's
mother fdt the information in the book was clear and easily understood. She has not
had to find new gaff yet, but she anticipates it will be hdpful for that.

The information in "Finding the Support Y ou Need" seems clearly designed,

and heavily welghted towards persons interested in purchasing support outside of a
traditiona provider agency which limited it's usefulness to many program
participants. Jean's mother commented that this and other consumer support
materias lacked any information for individuas and families whose interest in



joining the Sdf-Determination Project was improving the quality of services
ddivered by traditiona provider agencies. She Sated that with the salf-determination
project she now writes a check to the agency that providesresidentia supports for her
daughter, but still is not stisfied with the quality of Jean's services. She was not
interested in arranging new supports since that would amount to forcing her daughter
to move from the living space she had called "home" for the last severd years. Jean's
gster echoed her mother's concerns and was concerned about Jean losing her placein
the group home if the family tried a different system of supports and they didn't work
well. Based on these concerns, it ssems important for abook such asthisto include
much more information about ways for individuals and families to effectively manage
relationships with service providersthat will lead to better quality servicesin
traditional agencies.

Findly for some participants, this book wastoo big and contained too much
information to be of great use. Like Andrea's mother and many other families, John's
mother told evauators she received a copy of "Finding the Support Y ou Need" but
didn't read it because she was not planning to hire g&ff at the time. She added
however, that if she were going to hire daff she would prefer to work individualy

with someone to learn how to do it rather than reading amanua. The sentiments of
John's mother were shared by many other persons involved in the project who
preferred recalving information in small pieces and at the time when they needed it.
Many persons also gppreciated reviewing information with someone individually who
could help them gpply complex ideasto ther particular Situation. In this project,
individudized information sharing was often provided by project managers and
county case managers and was well received by most families.



We are rating: READING MATERIAL

What was the name of the materia?

Who produced it?

What was the materia about?

How long does it take to read?

WASIT RESPECTFUL?

1. Was the material respectful of
both men and women?

2. "Wes the material respectful of people
from all races and cultural groups?

3. Was the material respectful
of people of all abilities?

5. Does the material have
pictures? '

[ ] ‘\) i

*\



some color?

6. Does the material have '

7. Was the type big enough for
who doesn't ssewd|?

DID WE UNDERSTAND IT?

8. Did the material say what it

would be about in the beginning?

9. Did the material go over the
main ideas at the end?

10. Did the materid use words
that we could understand?

11. Were the ideas clear
and easy to understand?

12. Does the materia give
clear examples to help us
understand?
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13. Werethere suggestions about

the thingswe could do toto hep

us remember or try usng the ‘

we learned? |

14. Did the materia tdl us
thingswe didn't know before?

15. Did the material encourage
usto makeour own decigons
how wewant to live?

WAS IT USEFUL?

16. Did the material tdl us
about different kinds of support
we could ask for?

17. Did the material show the
good and bad parts of different
choices?

18. Did the material talk about
new ways to make decisons?
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19. Did the materia tdl uswhere
we can get more information?




OUR RATING Is...

e b ¥

Good program! Some good & Some bad Didn't cut it!

% Next time, we suggest that you
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Wearerating: A PROGRAM

What was the name of the program?.
Who put it on?.

What was the program about?

WASIT RESPECTFUL?

1. Was the gpeaker respectful of

both men and women? *
2. Was the speaker respectful of people

all races and cultural groups? | ”
3. Was the gpeaker respectful , F b ,
people of all abilities? g2y

4. Was the program held in a place
that was easy for usto get to? =

5. Wasthe program held at a time
that was easy for usto come?
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DID WE UNDERSTAND IT? ﬂ
8. Did the speaker say what it
would be about in the beginning? ”
9. Did the spesker go over the | in -
ideas at the end? < ”
10. Did the spesker tell uswhere we -
can get more infor