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Introduction 
he Florida Developmental Disabilities Council (FDDC) in collaboration with the Strategic 
Path Work Group stakeholders engaged the Human Services Research Institute (HSRI) to 
develop A Strategic Path Forward for Florida’s system for serving people with 
developmental disabilities.  In response, two reports were prepared.  The first provides an 

analysis of the Planning Context within which policy makers must act in Florida1.  This second 
report offers a series of Action Steps for implementing a strategic plan.  The action steps 
outlined in this report are intended to assist policymakers to reconfigure services and supports 
for Floridians with developmental disabilities and their families over the next ten years.  The plan 
is especially timely given the economic and programmatic challenges the state faces. 

In completing this work, HSRI is aware that circumstances are not stagnant, but are continually 
evolving.  To begin, we acknowledge that Florida has done much over the past ten years to 
emphasize community and family-centered service approaches, including a focus on self-
directed services.  In doing so, Florida expanded its service capacity considerably, emphasizing 
in-home supports for people living in the home of a family member.  During this time, Florida 
added 10,064 people to its community system.  Presently, about 72 percent of those served by 
the Agency for Persons with Disabilities (APD), through waiver and general revenue funded 
services, live at home with a family member. 

We also understand that the present system is under 
considerable stress, given recent funding cuts and other 
actions to constrain spending.  The service system is 
further pressured by other related factors, such as a 
steadily increasing service demand, workforce shortages, 
and a persistent scarcity of needed resources.  In the face 
of these challenges, policymakers are already acting to 
restructure the system to make it more efficient, and are 
seeking ways to better position the state’s developmental 
disability service system.  Yet, change imposes choice.  While it is important to build consensus 
among many stakeholders, moving forward also involves choosing between divergent 
pathways.  Inevitably, the choices made will not always be entirely pleasing to all stakeholders. 

This Strategic Path contains many action steps to improve performance in Florida, but will 
require collaborative and persistent action among many and varied stakeholders, including state 
staff at APD, people with developmental disabilities and their families, advocates, and service 
providers.  To complete this work, we: 

• Participated in meetings of a Strategic Path Work Group convened by the FDDC.   The 
FDDC convened a work group composed of self-advocates, parents, APD staff, service 

                                                            
1 A Strategic Path Forward: Responding to the Needs of People with Developmental Disabilities in 
Florida; Planning Context. Agosta, J. (et al.).  August 2009. Florida Developmental Disabilitis Council. 
Tallahassee, FL. 
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providers and advocates.  This group met on three occasions to provide feedback and 
guidance to our work. 

• Reviewed state and national literature relevant to the Florida long-term care service 
system.  Project staff researched and compiled various materials dated 2001 to 2008 
regarding the Florida long-term care service system for people with developmental 
disabilities.  Our search identified analyses, papers, correspondence, administrative rules, 
legislation and other documentation pertaining to the Florida disabilities services system.  
These sources were carefully reviewed and contributed to our understanding and overall 
impressions of the Florida service system, its strengths and weaknesses, and the political 
and social context within which it operates. 

• Compiled available state and national data. HSRI worked with national experts and 
Florida state staff to gather data from 2001 to 2007 relevant to the Florida developmental 
disabilities services system.  We gathered information from the following sources: 

 Data available from the Research and Training Center on Community Living, Institute on 
Community Integration/UCEDD at the University of Minnesota.  The research team at 
RTCCL/UMN collect information by state on the numbers served and related 
expenditures associated with Medicaid-funded developmental disability programs, 
including Intermediate Care Facilities for the Mentally Retarded (ICFs/MR) and Home 
and Community-Based Services (HCBS) waivers.  This resource provided us with data 
through 20072. 

 Data available from the University of Colorado’s Coleman Institute for Cognitive 
Disabilities tracking longitudinally the level of spending, service delivery practices and 
numbers served across all states.  This resource provided us with data through 2006.3 

• Reviewed the status of the Florida system against three fundamental performance 
benchmarks.  These markers pertain to: (a) the promptness with which people needing 
supports are enrolled in services, (b) whether individuals are served in the most integrated 
setting, and (c) the degree to which available fiscal resources are adequate and the level of 
efficiency in how they are applied.  To assess performance against these markers, we often 
compared Florida to other states and the national average.  Comparison states were 
selected using two main criteria: (a) states within the same federal Medicaid region as 
Florida (Region 44); and (b) states with large populations (8 million or more). Florida’s 2007 
state population = 18,199, 526.5  The states selected for this comparison include: 

 

                                                            
2  Prouty, R., Smith, G. and Lakin, K.C. (eds.) (2008). Residential Services for People with Developmental Disabilities: Status and 

Trends Though 2007.  Minneapolis: University of Minnesota, Research and Training Center on Community Living. 
3  Braddock, D. et al. (2008).  The State of the States in Developmental Disabilities: 2008.  Boulder, Colorado: Department of 

Psychiatry and Coleman Institute for Cognitive Disabilities. 
4   Two states, Georgia and North Carolina fall under both categories, CMS Region 4 and large population. 

5  Michigan, while having a 2007 population over 8,000,000, was not included as a comparison state for this analysis.  Michigan’s 
developmental disability service system operates under a managed care framework, making direct comparisons problematic. 
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CMS Region 2007 Population 8 million + 2007 Population 
Alabama 4,627,851 California 36,553,215 
Georgia 9,544,750 Illinois 12,852,548 
Kentucky 4,241,474 New Jersey 8,685,920 
Mississippi 2,918,785 New York 19,297,729 
North Carolina 9,061,032 Ohio 11,466,917 
South Carolina 4,407,709 Pennsylvania 12,432,792 
Tennessee 6,156,719 Texas 23,904,380 

Given the findings resulting from an analysis of these data sources, we prepared a series of 
Action Steps that can be used to guide needed systematic reforms.  Throughout, these actions 
are guided by a firm strategic vision for the future.  Stated simply: 

People with developmental disabilities live 
self-directed lives in the community. 

The report is divided into three parts:  

1. Strategic Path Forward: We present a series of steps which we believe Florida must 
take to improve performance and better position the state’s developmental disabilities 
service system.  Six immediate actions are called for:  

• Do no more to undercut the present system;  

• Promote self-direction among people with developmental disabilities, including 
enhanced opportunities for personal decision making and collectively playing 
leadership roles in helping to set policy;  

• Promote partnerships among service recipients, family members and community 
service organizations, as well as among public agencies;  

• Strengthen infrastructure in support of the community services system;  

• Expand system capacity so that by 2020 all people who have emergency or critical 
unmet needs will be served with reasonable promptness; and  

• Expand support for people to live in the most integrated setting by reducing further 
the role that large congregate care facilities play within the Florida service system. 

2. Implementation Sequence.  A timeline is offered to illustrate how the 17 Action Steps 
may be sequenced and completed over the next several years. 

3. Concluding Remarks: We present a summary of our observations and parting remarks. 

It should be noted that this report was largely compiled just prior to and during 
the 2009 Legislative Session.  As a result, outcomes stemming from the 
session are not precisely reflected throughout the report.  On the following 
pages, however, we present a summary of major legislative actions, primarily 
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tied to Senate Bills 1660 and 2600.  Readers should take these actions into account as they 
review the report.  A more complete summary of legislative actions compiled by the Office of 
Legislative Affairs within the Agency for Persons with Disabilities is found at:   
http://apd.myflorida.com/legislative/2009-legislative/2009-legislative-wrap-up.pdf 

Legislative Session 2009 Updates 

Updates Relative to SB 1660 

In the 2009 legislative session, SB 1660 amended statutory language by: 

• Establishing a prescribed order for the Agency to address the waitlist for waiver services. 
Beginning July 1, 2010, the agency shall assign and provide priority to clients waiting for 
waiver services in the following order:  

Category 1: includes clients deemed to be in crisis as described by agency rule.  

Category 2: includes children on the wait list who are from the child welfare system with an 
open case in the Department of Children and Family Services’ statewide automated 
child welfare information system.  

Category 3: includes, but is not required to be limited to, clients:  

 Whose caregiver has a documented condition that is expected to render the 
caregiver unable to provide care within the next 12 months and for whom a caregiver 
is required but no alternate caregiver is available;  

 At substantial risk of incarceration or court commitment without supports;  

 Whose documented behaviors or physical needs place them or their caregiver at risk 
of serious harm and other supports are not currently available to alleviate the 
situation; or  

 Who are identified as ready for discharge within the next year from a state mental 
health hospital or skilled nursing facility and who require a caregiver but for whom no 
caregiver is available.  

Category 4: includes, but is not required to be limited to, clients whose caregivers are 70 
years of age or older and for whom a caregiver is required but no alternate caregiver is 
available.  

Category 5: includes, but is not required to be limited to, clients who are expected to 
graduate within the next 12 months from secondary school and need support to obtain or 
maintain competitive employment, or to pursue an accredited program of postsecondary 
education to which they have been accepted.  

Category 6: includes clients 21 years of age or older who do not meet the criteria for 
category 1, category 2, category 3, category 4, or category 5.  
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Category 7: includes clients younger than 21 years of age who do not meet the criteria for 
category 1, category 2, category 3, or category 4.  

• Requiring that within categories 3, 4, 5, 6, and 7, the agency shall maintain a wait list of 
clients placed in the order of the date that the client is determined eligible for waiver 
services. The client, the client’s guardian, or the client’s family must ensure that accurate, 
up-to-date contact information is provided to the agency at all times. The agency shall 
remove from the wait list any individual who cannot be located using the contact information 
provided to the agency, fails to meet eligibility requirements, or becomes domiciled outside 
the state.  

• Granting rule making authority to promulgate rules addressing waitlist categories and 
procedures. 

In the 2009 legislative session, SB 1660 amended statutory language by: 

• Deleting the requirement that all services covered under the current developmental 
disabilities waiver shall be available to all clients in all tiers where appropriate, except as 
otherwise provided in this subsection or in the General Appropriations Act.  

• Eliminating medication review as a service provided through the waiver.  

• Requiring the Agency to develop a plan to eliminate redundancies and duplications 
between in-home support services, companion services, personal care services, and 
supported living coaching by limiting or consolidating such services.  

• Requiring the Agency to develop a plan to reduce the intensity and frequency of 
supported employment services to clients in stable employment situations who have a 
documented history of at least 3 years’ employment with the same company or in the 
same industry.  

• Reenacting the cost plan re-basing as implemented during fiscal year 2008-2009 for 
fiscal year 2009-2010, requiring the Agency, beginning January 1, 2010, to adjust cost 
plans to reflect the amount of expenditures for the previous state fiscal year plus 5 
percent if such amount is less than the existing cost plan.  

• The agency may not rebase the cost plan of any client who experiences a significant 
change in recipient condition or circumstance which results in a change of more than 5 
percent to his or her cost plan between July 1 and the date that a rebased cost plan 
would take effect pursuant to this subsection.  

Updates Relative to SB 2600 

SB 2600 resulted in the following funding decisions: 

• Funding for Home and Community Services increased by $8,632,371.  

• Funding for Developmental Disabilities Public Facilities increased by $803,957. 

• APD  was authorized to add up to 2,500 individuals to the Consumer Directed Care Plus 
Program. Any savings generated are to be used to enroll individuals from the waitlist. 
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• Medication review services are eliminated effective October 1, 2009. This resulted in a 
budget reduction of $301,907.  

• The Agency is required to consolidate the purchasing of durable and consumable 
medical supplies effective January 1, 2010. This resulted in a budget reduction of 
$932,093. 

• The Agency, in coordination with the Agency for Health Care Administration must seek 
federal approval to implement a flexible benefit service to each Home and Community 
Based Waiver provided by the Agency. 

• The Agency, in consultation with the Agency for Health Care Administration, must 
develop a plan to establish individual budgets for individuals enrolled in the home and 
community based services waivers.  

 The plan shall provide for the following:  

o An equitable distribution of available resources among individuals based on an 
assessment process that includes client characteristics and a valid formal 
assessment instrument;  

o Client choice of services and providers once the individual budget is determined;  

o Any formula necessary to predict resource needs and establish individual 
budgets;  

o A recommended role for providers and support coordinators during the 
assessment process to avoid any potential conflicts of interest;  

o A proposed schedule for implementation; and  

o Any suggested statutory revisions necessary to implement individual budgets.  

The agency must consider input from stakeholder groups, including self-advocates, family 
members, service providers, waiver support coordinators, and advocacy organizations in 
developing the plan.  

The plan shall be delivered to the Governor, the chair of the Senate Policy and Steering 
Committee on Ways and Means, and the chair of the House Full Appropriations Council on 
General Government & Health Care no later than February 1, 2010.  

Source: Office of Legislative Affairs, APD. 2009 Session Legislative Wrap-Up Report 
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Strategic Path 
lorida is in a difficult position.  Our analysis of the present Planning Context shows that 
the state has done much over the past decade to emphasize community centered 
services for people with developmental disabilities.  From 2001 to 2007, Florida 

expanded its system capacity by 41 percent and, as a result, increased the number of 
individuals receiving state-funded developmental services by 10,064.  At the core of the 
approach adopted by the state was a reliance on families.  Seventy-two percent of those 
receiving services from APD in 2007 lived at home with a family member.   

Still, significant numbers of Floridians with developmental disabilities do not receive the services 
they need.  In addition, recent budget reductions undercut the progress made in recent years.  
Individuals living at home and their families, the very foundation of the system, have taken the 
brunt of these cuts.  With the constraints in APD funding, increasing responsibility for providing 
needed support to individuals was pushed back on to families.  Likewise, service providers have 
also been pressed to deliver services with increasingly modest reimbursement.  These include 
providers of residential and day services, as well direct support staff who offer services within 
the individual’s home.  Aside from modest wages, direct support staff, whether employed by a 
service agency or functioning as an independent contractor, often do not receive even basic 
benefits, such as health insurance or worker’s compensation.  Bluntly put, the state’s present 
service system does not have adequate resources to meet the needs of all people who require 
services, and it fails to ensure the consistent provision of high quality services.   

In addition to these difficult circumstances, policy makers, 
advocates and other system stakeholders increasingly realize 
that resources will not be plentiful.  As a result, there will likely 
be a continued emphasis on in-home supports.  Moreover, there 
is the growing realization that as government’s role has grown 
more modest, individuals and their families must increasingly 
look to each other and their communities to receive some of the 
support they need.  In essence, Floridians are realizing that not 
all of their needs must be or will be addressed through 
Medicaid-financed services offered by APD.  In essence, the 
services available through HCBS waiver programs, while still an essential mainstay of the 
system, will need to be complemented by a greater spirit of mutual support among individuals, 
families and communities.  Clearly, fundamental system restructuring is necessary.  Absent 
restructuring, system performance will not improve appreciably, and arguably will deteriorate 
over time.   

A system such as this will not easily evolve on its own.  APD, in collaboration with others must 
act to re-position the system to use available public funding more effectively while nurturing a 
greater sense of mutual support locally.  In this regard, we stress the spirit of collaboration that 
will be required.  Certainly, APD, owing to its legislative mandate and the funds it is annually 

F
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allocated, must play a core leadership role.  Yet APD should not be called upon to act 
unilaterally or without support to make needed system changes.  Other public agencies must 
play a role to coordinate efforts on behalf of people with developmental disabilities.  In addition, 
service providers, the FDDC, universities, The Advocacy Center, advocacy organizations and 
other entities must also play a part.  Indeed, in the end, individuals throughout Florida carry the 
responsibility to make needed changes. 

System restructuring is a complex, challenging endeavor, especially in large service delivery 
systems like the one in Florida.  To accomplish such changes, a sound plan, guided by a clear 
vision of the desired future system, is needed. This plan should establish the overall goal, lay out 
the guiding principles to lead the way, and outline a series of action steps to achieve desired 
outcomes.  What follows is a description of: (a) a recommended strategic approach, including a 
series of proposed guiding principles, and (b) 17 Action Steps nested within six topical areas.  

Strategic Overview 
A “strategy” is defined simply as “a long-term plan of action designed to achieve a particular 
goal.” Strategy is about choice, which affects outcomes.  Strategy is differentiated from tactics 
or immediate actions in the sense that it is premeditated.  Establishing a sustainable future for 
Florida’s developmental disability service system must begin with a strategic commitment to 
providing high quality supports to all citizens with developmental disabilities who need them.  All 
policy actions, both large and small, must be aimed at fulfilling this strategic commitment. 

The mission underscoring the strategic path is a commitment to establishing a system whereby: 

People with developmental disabilities live 
self-directed lives in the community. 

At the center of this vision is: 

1. A continued dedication of the idea of community inclusion and membership for all people 
with developmental disabilities living in Florida communities.  We must always keep in 
mind that: 

 People and families are at the center of our work;  

 Our purpose is to support people to live as other citizens of the community; 

 Inclusion is not only a moral imperative but a vehicle for mobilizing natural, unpaid 
supports; and  

 Supporting people to make contributions amplifies resources. 

A continued commitment to quality.  We must not retreat to custodial care or mediocre services.  
As systems and ways of offering support change, we must ensure that the health and well-being 
of individuals are not traded off.  Throughout, the principles of person-centered supports must 
guide and energize all of our endeavors.  This is essential because we know that a steadfast 
commitment to such quality leads to positive outcomes in people’s lives and will ensure that 
dollars are used in the most effective ways possible.
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The Developmental Disabilities System Strategic Path Work Group  
The Strategic Path Work Group met several times during the course of 
this planning process to develop a “Strategic Path Forward” to guide 
system change in Florida.  Their work was guided by a shared vision for 
individuals with developmental disabilities and their families.  This vision 
led to a strong, but simple, driving mission for our work to support people 
with developmental disabilities.  Their work together also led to the hope 
and expectation that we will all act together toward a common goal -- that 

of developing and building a path and unity in advocacy and implementation for achieving this 
vision and mission. 

A Vision of the Future 

We are dedicated to the idea of community inclusion and membership for all people with 
developmental disabilities living in Florida communities.  We must always keep in mind that: 

 People and families are at the center of our work;  

 Our purpose is to support people to live as other citizens of the community live; 

 Inclusion is not only a moral imperative but a vehicle for mobilizing natural, unpaid 
supports; and  

 Supporting people to make contributions amplifies resources. 

We are dedicated to building a sustainable future for developmental disability services.  This 
commitment, however, is also predicated on the understanding that there are opportunities 
to improve cost-efficiencies wihin the system and enlist new resources in support of people 
with developmental disabilities.. 

We are dedicated to a continued commitment to quality.  We must not retreat to custodial 
care or mediocre services.  As systems and ways of offering support change, we must 
ensure that the health and well-being of individuals are not traded off.  Throughout, the 
principles of person-centered supports must guide and energize all of our endeavors.  We 
know that a steadfast commitment to such quality leads to positive outcomes in people’s 
lives and will ensure that dollars are used in the most effective ways possible. 

A Mission for All to Work Toward 

People With Developmental Disabilities Live  
Self-Directed Lives In The Community. 
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Building a sustainable future is also predicated on another important proposition – i.e., there are 
opportunities to improve efficiency and enlist new resources in support of people with 
developmental disabilities that must be vigorously pursued.  Realizing these opportunities will 
require us to re-think what and how services are offered, and so will likely disrupt the present 
ways of doing things.  However, unless these opportunities are pursued, we will not be able to 
achieve the best outcomes possible for people with developmental disabilities and their families. 

Coming to grips with the new reality is absolutely vital.  It also is essential that we all understand 
that business as usual will not lead us to a sustainable future.  Consequently, we must find and 
create opportunities to promote efficiency, collaborate with new allies, and forge new 
partnerships within our communities. 

As a result, the proposed 17 Action Steps are guided by the following principles: 

• A sustainable future requires approaches that promote community integration and self-
direction.  While pursuing such goals, it is essential to maintain the strong involvement of 
family members in shaping policy and practice, and add to these voices those of self-
advocates.  People with developmental disabilities themselves represent a primary, 
albeit too often neglected, group of stakeholder that must be effectively engaged.  
Beyond providing training in self-advocacy, policy makers must ensure that individuals 
translate such training into collective expressions of opinion and actions to improve 
services.   
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• A sustainable future requires sufficient resources.  Florida’s service mix relies heavily on 
families.  Yet, families are experiencing increasing pressures as a result of the current 
economic crisis, high direct support staff turnover, and recent cuts in services.  If families 
are to be at the center of the service response, sufficient resources must be allocated to 
ensure that individuals receive the services they need.  Moreover, service providers 
offering residential, day and other ancillary services must be adequately reimbursed.  
Finally, the state must also create a stronger infrastructure to support the direct services 
array.  

• A sustainable future requires system fluidity. Fluidity refers to person-centered 
approaches where individuals can choose freely among qualified providers of any given 
service, and also select where and with whom they live.  Likewise, service providers 
must be agile enough to accommodate diverse needs and evolving service demand 
among consumers.    

• A sustainable future requires system efficiency.  Policymakers must pursue every 
opportunity to ensure real value for every dollar expended on behalf of individuals with 
developmental disabilities.  Promoting efficiency might mean adopting new business 
models, shifting to person-centered system architecture, shifting away from low 
value/high cost services, valuing and rewarding high performance, and cutting service 
system overhead.  The challenge is twofold:   

 Developing accurate means of allocating resources that support individuals with 
equity and efficiency, system-wide; and   

 Shifting from high cost and/or low value service options and concentrating instead on 
options that cost less and bring the highest value.   

• A sustainable future requires a sustained, working partnership among service recipients, 
families, service providers and communities across the state.  Making available well 
coordinated and efficient public services must be a primary goal. These services, 
however, must be complemented by other community supports made available through 
faith-based and other community organizations.  In addition, future support systems 
must provide individuals and families the opportunities to offer mutual support to one 
another through peer support networks or exchange networks.   

• A sustainable future requires a solid, resilient system infrastructure.  Within any system, 
investment in direct services must be complemented with a strong supportive 
infrastructure.  This infrastructure should include a viable service coordination network, 
an appropriate range of staff development opportunities, quality monitoring, effective 
response to crises, and equitable and reliable means of allocating resources on a 
person-centered basis.  Moreover, given the fact that Florida’s service mix relies heavily 
on families, specialized infrastructure must be in place to support families.  These back-
up supports should include: (a) family training, (b) opportunities for families to 
collaborate in managing in-home supports as well as to offer mutual support to one 
another, and (c) assistance in accessing and utilizing public sector resources and in 
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networking with community organizations as well as local public sector agencies with 
responsibilities for various housing, health and human services programs.   

• A sustainable future requires collaboration.  Our health, education, human services, 
housing and transportation systems are terribly fragmented.  Rather than offering 
cohesive responses to need, these systems too often sort needs into tidy categories and 
assign responsibility for meeting needs to this or that public agency.  As a result, people 
with lifelong disabilities and their families are forced to negotiate across several service 
“silos,” cobbling together what they can to meet their needs.  Embracing collaboration – 
seeking new opportunities to weave together the resources of public agencies –  is 
essential, especially in view of the economic crisis facing the state and the nation.  
Overall, we must strive to enlist the talents and commitment of professionals, individuals 
and families to tear down funding “silos” through cross-population/cross-system 
integration, and by creating new organizations that enable people and families to share 
and exchange resources. 

Seventeen Action Steps 
HSRI has identified 17 Action Steps that are organized in six 
major system restructuring Action Areas.  These Action Areas 
relate to the system’s commitment to community integration, 
adequate capacity and the development of a strong, agile 
community infrastructure.  Over a 10-year time frame, the 
Action Steps seek to move Florida toward the achievement of 
these strategic goals:  

Action Area 1: Take steps in the short term to do no more to undercut the present system, 
but instead begin to shore up the system. 

Action Area 2:  Promote self-direction among people with developmental disabilities by 
helping individuals with disabilities to engage in personal decision making and play 
collective leadership roles in setting service system policies. 

Action Area 3:  Promote partnerships among service recipients, family members and 
community service organizations as well as relevant state and local public agencies.   

Action Area 4:  Strengthen infrastructure available to support the delivery of an effective, 
high-quality community services system. 

Action Area 5:  Expand system capacity so that by 2020 all people who have emergency or 
critical unmet needs will be served with reasonable promptness.   

Action Area 6:  Expand support for people to live in the most integrated setting by reducing 
further the role that large congregate care facilities play in Florida’s developmental 
disabilities service system.  

It is entirely feasible for 
Florida to carry out each of 
these steps.  Inaction will 
have serious negative 
consequences for people 
with developmental 
disabilities. 
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These areas and action steps are inter-related and should be regarded as a unified, intertwined 
series of actions that build and depend on one another.  The 10-year time horizon has been 
purposely selected in recognition of the fact that many of the system restructuring action steps 
will take time and resources to put into motion and complete. System restructuring is a complex 
endeavor.  Since there are many action steps identified, the question inevitably arises as to how 
these steps should be sequenced.  These Action Steps, however, do not offer a detailed 
implementation work plan.  Assuming that the basic strategies are adopted, FDDC, APD and 
other stakeholders will need to formulate a detailed set of implementation strategies to 
complement and carry forward this 10-year plan. It is at this stage that priorities for 
implementing the various action steps will need to be established. 

Increased 
System 

Efficiency & 
Capacity 

Improved 
Quality of  

Life for 
Individuals 

and Families 

Do no more to undercut the present system 
1. Avoid further funding cuts to services 
2. Establish greater flexibility within the Tier waivers 

Promote self-direction 
3. Invest in training for self-advocates 
4. Invest in a statewide self-advocacy organization 
5. Increase the role of self-advocates in shaping policy 
6. Promote self-advocate leadership within APD 

Promote partnership  
7. Promote mutual support and association among 

families and self-advocates. 
8. Promote collaboration among public agencies 

Strengthen community system infrastructure 
9. Complete work on an assessment driven resource 

allocation system 
10. Strengthen means to address needs of people with 

complex needs 
11. Improve conditions for community workers 
12. Improve the service coordination network 

Expand capacity 
13. Explore potential need for out-of-home placement 

alternatives 
14. Develop means for tracking and projecting service 

demand 
15. Enroll additional individuals each year from 2010-2020 

in HCBS waivers 
Reducing further the role that large congregate 

care facilities and ICFs/DD play. 
16. Reduce the number of people served in state centers 

and nursing facilities 
17. Adopt policies to help individuals, if they choose, to 

transition from ICFs/DD services to HCBS. 
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It is important to emphasize that the Action Steps are based on practices and policies that have 
been successfully implemented in other states. It is entirely feasible for Florida to carry out each 
of these steps.  Inaction will have serious negative consequences for people with developmental 
disabilities.  If these actions are not pursued, policy makers can expect that the state will: (a) 
continue to oversee a community system that is continuously challenged to address the needs 
of people already receiving services, and (b) find it increasingly difficult to accommodate new 
applicants for services so that the waitlist will continue to grow longer.  In addition, delays will 
likely make future action more costly and difficult to undertake.  The time to act is now.
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Action Area 1:  Do No More to Undercut the Present System. 

Action Step #1 Avoid further service funding cuts.  
 

As illustrated by the preceding Planning Context 
analysis, in 2007 Florida’s service system for people with 
developmental disabilities ranked among the most poorly 
funded in the nation.  Since then, Senate Bill 1124 
mandated several cuts to services.  These cuts, though 
deemed necessary and appropriate by the legislature, 
undercut a system whose mainstay service approach 
centers on in-home supports provided by family 
members.  The approach necessarily depends 

extensively on families to provide support and help manage any support delivered at home or 
elsewhere, such as supports needed in the workplace or job site.  Moreover, many families 
assert that the new four tier waiver structure, while seeking to match individual needs to the 
proper service funding allocation, causes individuals to receive lower funding allocations than 
are required to cover the cost of essential services and supports.  As a result, thousands of 
waiver recipients have appealed their tier assignments and service providers are bracing for a 
reduction in state payments that will likely dilute the quality of the services they offer. 

The Strategic Path Work Group discussed at length the difficulties individuals, families and 
service providers now face across the state as a result of the Legislature’s recent actions.  
Added to their deliberations were findings resulting from 24 focus groups across the state 
involving individuals with disabilities and their families.6  Participants in these forums – primarily 
individuals with disabilities and their family members -- reported increased stress and dwindling 
capacity to continue providing supports at home.   

In essence, if Florida is to maintain a system that relies on in-
home supports offered through family households, it will need to 
fund it adequately.  Individuals living at home and their families 
are not often capable of withstanding continued cuts in services, 
and eventually the state will feel the consequences, fiscal and 
otherwise, of a failing in-home supports system.  

As a result, the Florida Legislature and Governor are urged to 
not reduce funding for community services to people with developmental disabilities.  In fact, we 
urge these policymakers to re-invest in the system as outlined in the subsequent Action Steps. 

                                                            
6   Melda, K., Smith, D., Agosta, J. (2008).  The impact of reductions to Florida services on people with 

developmental disabilities and their families. Tallahassee, FL: Florida Council on Developmental Disabilities. 

The Florida Legislature 
and Governor are urged 
to not reduce funding 
for services for people 
with developmental 
disabilities. 

Since 2001 Florida worked to 
establish a vibrant “family first” 
community system and over the 
past two years has severely 
undercut this system, 
jeopardizing the well-being of 
thousands of individuals and 
their families. 
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Action Step #2 Establish greater flexibility within the Tiered waiver programs  
 

The four new tiered waiver programs that are being 
implemented in Florida have undergone significant scrutiny 
by many stakeholders.  Various stakeholders have found 
much to object to.  Still, APD is charged with the design 
and implementation of this new waiver system and is 
working to improve their associated administrative rules.  
We understand that the operating framework of these 
waiver programs is in many ways a “work in progress” as 
APD seeks to make needed adjustments to ensure that 
individuals get the supports they need. 

When considering these waiver programs, the Strategic Path Work Group focused on three 
characteristics of the waiver programs:  

• Each waiver program specifies a fixed upper limit, or cap, on individual budget 
allocations.  Waiver enrollees assigned to Tier 4, for example, are capped at a maximum 
allocation of $14,792.  Likewise, individuals in Tier 3 are capped at $35,000. 

• Each waiver program specifies the types of services that are offered and often the 
maximum amount of each service that is permitted.  The restrictions are especially 
problematic within Tier 4.  This waiver replaces the Family and Supported Living Waiver 
program and targets thousands of individuals who are living in the home of a family 
member(s).  The array of covered services is limited to: adult day training, behavior 
analysis, behavior assistance, consumable medical supplies, durable medical 
equipment, environmental accessibility adaptations, in-home support service, personal 
emergency response system, respite care, support coordination, supported employment, 
supported living coaching, and transportation.   

• Preset restrictions to cap the amount and duration of each service an individual may 
receive.  For instance, Supported Living Coaching services were reduced to no more 
than 20 hours per month.  Similarly, Personal Care Assistance (PCA) services were 
reduced to 180 hours per month with some exceptions allowed.  Even if an individual 
stays within his or her budget allocation, they cannot shift service amounts between 
categories that are counter to these preset standards.   

The Work Group understood that the waiver caps per person are presently set, but could be 
modified later by actions taken by the legislature and governor.  Regarding the other two 
aspects of existing policy, however, the Work Group urged APD to expand the array of services 
allowed within one or more of the tiered waiver programs.  In addition, if individuals stay within 
their allocated budgets, APD was asked to work with the Agency for Health Care Administration 
(AHCA) to adjust the administrative rules to allow individuals to shift resources between service 
categories as long as they do not exceed the overall individual spending cap.   

The Work Group encourages 
APD to examine, together 
with individuals, families and 
providers, what might be 
done to make these waivers 
more “user friendly” and less 
burdened by seemingly 
unneeded administrative 
restraints. 
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Overall, the Work Group encouraged APD and AHCA to examine, together with individuals, 
families and providers, possible approaches to making the tiered waiver programs more “user 
friendly” and less burdened by seemingly unneeded administrative restraints.
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Action Area 2: Promote Self-Direction Among People with 
Developmental Disabilities 

This Strategic Path is a call for change in Florida.  At the center of the planned changes must be 
people with developmental disabilities. After all, these individuals are the ultimate end-users of 
the services provided by the system.  In pursuing desired system restructuring, contributions 
from both individuals with developmental disabilities and professionals should be valued.  
Success, however, will require the participation of “self-advocates” (i.e. people with 
developmental disabilities who speak up for themselves and others) who are more prepared 
than ever to shape the restructuring effort. 

To play a strong leadership role, self-advocates must know something about the policies in play 
and the forces which shape them.  They must be expressive about their desire for self-
determination, community integration and self-directed supports.  They must understand how 
they can be most effective in the policy arena.  And they must have the opportunity to act, both 
individually and collectively. 

The self-advocacy movement in Florida has an uneven history.7  Florida Self-Advocacy 
(www.floridaselfadvocacy.com) reports that “the first self-advocacy group was formed in south 
Florida through the efforts of people with disabilities who worked with the Arc of Dade County to 
form People First of Dade County…” The group was officially formed in March, 1979 and 
campaigned with the slogan ‘We want to be treated like normal people, human beings. We do 
not want handouts. We want to live like everybody else.’”  This group existed since that time and 
has been renamed “People First of South Florida” (http://www.encore4.net/peoplefirst/). 

Throughout the 1980s and 1990s, there were sporadic efforts in Florida to establish additional 
local as well as a statewide, self-advocacy organizations.  These efforts did not result in an 
enduring statewide movement.  More recently, several initiatives have sought to re-kindle 
interest in self-advocacy among young people with developmental disabilities.  For example, the 
Florida Youth Council (affiliated with the National Consortium for Disability and Leadership for 
Youth (NCLD/Y)) is comprised of fifteen young people, ages fifteen through seventeen, and 
emerging young adult leaders aged eighteen through thirty. 

Likewise, the Family Network on Disabilities sponsors two programs that offer support for the 
development of parent and youth self-advocacy.  The TILES project (Transition, Independent 
Living, Employment, and Support) brings together young people with disabilities, aged 14-22, to 
participate with professionals in making important life choices.  In addition, the BRIDGES 
program focuses on providing training and support to parents and youth living in rural areas of 
the state. 

More recently, The Arc of Florida formed the “I to I” (From Institutions to Inclusion) self advocacy 
organization in 2007.  The purpose of the group was to utilize the talents and abilities of self 
advocates in leadership and training roles around the state. 

                                                            
7   Much of the background to self-advocacy in Florida presented here was summarized from information found at: 

http://www.floridaselfadvocacy.com/ 
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Still, while awareness of the need for effective self-advocacy has grown, self-advocates do not 
have a strong presence in Florida.  In 2006 FDDC awarded a grant to the Syracuse University 
Center on Human Policy, Law, and Disability Studies to support the development of self-
advocacy groups across the state.  Presently, project staff members are working with individuals 
with developmental disabilities to establish self-advocacy groups in (10) separate locations 
across Florida by the end of the effort’s third year.  The main goal of each grassroots 
organization is to help individuals with developmental disabilities to become more self 
determined and to assist them with becoming advocates that participate in community 
governments, businesses and other organizations.  For more information about this movement, 
visit: www.floridaselfadvocacy.com.  

To succeed these groups will require ongoing support and opportunities to expand to other sites 
and develop a common voice.  Toward his end, four action steps are proposed. 

Action Step #3 Work together to invest in training for self-advocates to teach individuals 
with developmental disabilities to take the lead in shaping their lives. 

 

If individuals with developmental disabilities are to live self-directed lives in the community, they 
will need instruction and support in how to participate and thrive within a system seeking to 
promote community integration and self-direction. Changes already are underway within the 
Florida developmental disabilities service system, and other changes may result from the 
recommendations contained in this report.  As a result, system stakeholders are obligated to 
familiarize individuals with these unfolding changes so that they can participate most effectively 
in shaping their lives.  

Toward this end, APD’s new “External Affairs Unit” will have responsibility to provide information 
and training to self-advocates.  We understand that the coordinator of the Unit is an individual 
with a disability and the present APD Self-Advocate Coordinator will report to this person.   

Self-advocates will need at a minimum: 

• A working knowledge of key words and phrases, such as: developmental disability, self-
advocacy, self-advocate, self-determination, community integration, services and 
supports, service system, providers, transition, Medicaid, in-home supports and others. 

• Information on the factors influencing change in the field,  

• A basic understanding of how self-directed systems work,  

• The tools needed to conduct an analysis of  the state’s developmental disabilities service 
system and to press for needed changes, and 

• Information on various life topics to help individuals lead balanced lives, such as nutrition 
and exercise, staying safe, relationships and sexuality, and developing friendships. 

Various training materials on topics like these are already available nationally and could be put 
to use in Florida. Relevant materials, for instance can be found on the websites of Self-
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Advocates Becoming Empowered (www.sabeusa.org), The Riot (www.theriotrocks.org), 
Advocating for Change (www.selfadvocacy.com), and the National Youth Leadership Network 
(www.nyln.org).  Other materials may already be available inside Florida.  Regardless of the 
source, instructional materials must be put to work training self-advocates across the state. 

Action Step #4 Work together to establish and maintain a statewide  
self-advocacy organization that serves as the collective voice of 
Floridians with developmental disabilities in shaping public policy and 
practice. 

 

Florida self-advocates must play a leadership role in helping to guide change with the state’s 
developmental disabilities service system. The group’s advocacy efforts should focus on 
promoting self-determination, community integration and fiscal responsibility.  Beyond providing 
training on self-advocacy, policy makers must ensure that individuals translate such training into 
collective opinions and action strategies for improving services.  To this end, APD’s new 
External Affairs Unit can play an important role, given its chief staff are people with disabilities, 
including its coordinator. 

Self-advocacy, however, cannot be limited to promoting system change.  Most of all, it must be 
relevant to participants’ personal lives.  Participating in a self-advocacy group should above all 
be enjoyable and meaningful to the self-advocates attending.  Additionally, depending on the 
particular group, it must provide individuals with opportunities to achieve personal goals (e.g., to 
develop friendships, attend community events, etc.), opportunities to offer one another mutual 
support, and opportunities to contribute to their local communities (e.g., volunteering to clean a 
park).  Through such actions, local self-advocacy groups can maintain an enduring personal 
relevance among  participants, thereby helping to ensure continued membership.  From this 
base, self-advocates can gradually develop opinions about many matters, including the status 
and direction of the state’s developmental disabilities service system.  With time, local opinions 
inevitably will coalesce and form the basis for statewide positions and collective actions. 

To encourage progress toward these goals, government agencies and provider organizations 
within Florida should direct funds and/or resources annually toward promoting self-advocacy 
groups statewide and also encourage the development of a statewide self-advocacy 
organization.  Certainly, the continued engagement of the FDDC is important.  But the Council’s 
actions alone are insufficient.  Others in Florida must join in. 

In several other states the state developmental disabilities authority provides funds to self-
advocacy organizations.  For example, state agencies in Alabama, Illinois, Oregon, New York, 
Pennsylvania, New Jersey and Massachusetts have supported self-advocacy organizations.  
Some states (e.g., Oregon, Missouri, New York, Utah) have utilized VISTA/AmeriCorps 
programs8 to complement funding for self-advocacy.  Still other states (e.g., Minnesota and 
Wisconsin) have discovered creative ways of using Medicaid dollars to fund training for self 
                                                            
8  Self-Advocate leadership Network (2005).  How your Organization Can Sponsor Self-Advocates as 

AmeriCorps*VISTA Members.  Portland OR:  Human Services Research Institute (www.theriotrocks.org) 
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advocates9.  In all these instances, participating agencies must take care to avoid conflicts of 
interest and ensure that the voice of self-advocates stay free and unencumbered by agency 
policy preferences. 

Provider agencies must contribute as well.  Most likely, providers will not have funding to offer 
directly.  They can, however, furnish indirect support by providing meeting space, office use 
(e.g., making copies, telephone), or staff to offer guidance and direct support.  Most of all, 
providers must be willing to help individuals participate in self-advocacy activities by assisting 
them in getting to and from meetings.   

Likewise, parents and family advocacy groups also can help.  Parents can advise self-advocacy 
groups, provide support during meetings, and, just as important, provide transportation for their 
family members to attend meetings.  As always, in furnishing such assistance, staff and family 
members must work hard not to supplant, but instead encourage, self-advocate leadership in 
directing local self-advocacy efforts. 

Action Step #5 Work together to increase the presence of self-advocates on policy 
shaping panels and local provider boards. 

 

A key message that underlies this Action Step comes directly from self-advocates: “Nothing 
about us without us.”  Put bluntly, self-advocates want to have a say about decisions that affect 
their lives.  Delivering on this goal, providers should include self-advocates in whatever 
decisions are being made that have a direct impact on the quality of their daily lives.  To start, 
providers should inspect the common rules imposed on individuals at day programs or in 
community residences.  Too often, self-advocates are made to follow codes of behavior that 
make little sense to them, but are often devised by staff to simplify their lives or establish 
controlling routines over service recipients.  Examples collected from self-advocates in other 
states include rules such as: 

“Bed time at 9:30pm,“  “Lights turned up during dances,” 
“No popcorn in the TV room,”  “No make-up for women,” 
“Dating only with staff escorts,”  “No drinking of alcohol.” 

Rules like these are not necessarily common in all community programs, but ones like these 
and others are likely in play across Florida.  Self-advocates refer to staff imposed policies such 
as these as “Silly Rules.”  Providers and self-advocates should work together to eliminate such 
rules from community programs. 

Service providers should also work to include self-advocates on their boards of directors.  In 
many ways, self-advocates are experts in identifying their own needs for services and supports 
and in judging the effectiveness and quality of programs designed to support them.  As a result, 
self-advocates can make significant contributions to the deliberations of agency boards.   

                                                            
9  Self-Advocate leadership Network (2006).  Using Medicaid to Fund Trainings for Self-Advocates. Portland OR:  

Human Services Research Institute (www.theriotrocks.org) 
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Likewise, self-advocates should have a strong presence on advisory panels or task forces 
pertaining to developmental disability services.  In this regard, it should be understood that 
family involvement is not the same as the participation of self-advocates.  While families and 
self advocates may share many opinions, family advocacy is not the same as self-advocacy.  
Self-advocates must be afforded opportunities to offer their own opinions.   

We acknowledge that self-advocates are already included on several state panels or 
committees.  Examples10 include: 

• Governor’s Task Force on Autism Spectrum Disorders (1 of 25 members) 
• Governor’s Commission on Disability (8 people with physical or developmental disabilities) 
• Florida Community Advisory Council for Florida Center for Inclusive Communities (3 members) 
• Statewide Advisory Committee for Bureau of Exceptional education and Student services (2 of 35 

members) 
• Medicaid Infrastructure Grant Task Force (at least 4 of 16 members) 
• Family Care Councils (at least 3 of these members must be self-advocates) 
• Interagency Quality Council (self-advocates are primary members) 

This is a worthy start.  Without a strong statewide self-advocacy organization with stated 
positions and forum for discussing issues together, however, it might be difficult for self-
advocates on these panels to speak from a common point of reference.  In addition, policy 
makers and others should always consider whether or not enough is being done to ensure 
meaningful participation of self-advocates on these and other policy panels. 

Toward this end, several state self-advocacy organizations include in their goals increasing 
participation of self-advocates on community provider boards, policy shaping task forces, and 
other events designed to gather public input regarding service and supports for individuals with 
developmental disabilities, or issues that affect their lives (e.g., Alabama People First, 
Association of Self-Advocates in North Carolina, People First of California, People First of 
Missouri, Self-Advocacy Coalition of Kansas, Self-Advocates As Leaders in Oregon).  To do so 
effectively, these groups must have appropriate support to participate and contribute. 

Successful self-advocate involvement requires elimination of barriers that may prevent people 
with developmental disabilities from contributing.  This task requires time and commitment from 
organizations and self-advocates.  It is critical to understand that each self advocate has his or 
her own set of skills and needs for support.  In addressing potential barriers and planning 
subsequent supports, the first step must be to consult with individuals regarding the types of 
supports or accommodations they need to contribute.  Tailoring individual support will ensure 
that the talents and expertise each self advocate has to offer will be used effectively and that 
meetings will be inclusive.  

One resource available to help organizations ensure that meetings are inclusive is produced by 
the Independent Living and Research Utilization (ILRU) Community Living Partnership and is 

                                                            
10  Provided by APD staff in March 2009 
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readily available on the internet.11 This resource includes an extensive checklist to identify 
common barriers that people with various types of mobility, sensory, cognitive, and other 
disabilities may encounter.  The checklist can assist organizations to enhance meaningful 
participation on their boards, task forces, and other policy shaping committees.   

Another useful resource is The Guide available from the National Association of State Directors 
of Developmental Disability Services (NASDDDS).  The Guide,12 also available on-line, 
describes various issues pertaining to involving self-advocates in meetings, guidelines for 
involving self-advocates, an associated checklist, and a list of related resources. 

Action Step #6 Promote the role of a self-advocate leadership within APD 
 

We understand that APD has established an External Affairs Unit.  Agency staff report that the 
coordinator of the unit is an individual with disability, and an APD self-advocacy coordinator (a 
self-advocate) reports to the Unit coordinator.  The Unit itself is located within APD’s Chief of 
Staff’s office.  As a result, APD expects that the Unit will have significant visibility and access to 
high level decision makers.  APD also expects that the unit will work to provide training for self-
advocates and other stakeholders across the state, form effective partnerships and provide 
consultation to the agency to advise its planning and operations. 

These actions and expectations are noteworthy and signal APD’s commitment to help establish 
a strong self-advocacy presence in Florida.  Taken alone, however, APD’s actions, while 
laudable, will be unsatisfactory unless self-advocate leaders at APD are effective at playing 
leadership roles within the agency and other stakeholders (e.g., providers, parent associations, 
self-advocacy groups) embrace these leaders.  Overall, the collective goal among all should be 
to prepare self-advocates across the state to play a leadership roles in their personal lives as 
well as to guide change within the state’s developmental disabilities service system locally and 
at a state level. The broad aim should be to promote self-determination, community integration, 
and fiscal responsibility.   

As noted by APD staff, the External Affairs Unit must receive ample support to conduct such 
activities as: 

• Partnering with self-advocates across the state, including emerging self-advocacy 
organizations, and providing meaningful linkages to the policymaking process  

• Providing leadership and promoting coordination of self-advocacy groups and activities.   

• Coordinating trainings, strategic planning, and other statewide activities intended to 
encourage people to be active self-advocates and to participate in government and civic 
activities that promote the rights of people with disabilities and encourage contributions 
to their respective communities.   

                                                            
11  Independent Living Research Utilization Community Living Partnership (2006). Checklist for Enhancing the 

Participation and Input of People with Disabilities. http://www.hcbs.org/files/96/4767/ILRU_ACCESS_CHECKLIST.pdf 
12   NASDDDS (2006). The Guide: NASDDDS Handbook on Inclusive Meetings and Presentations.  

http://www.nasddds.org/pdf/TheGuide.pdf 
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As noted earlier within Action Step 4, Medicaid can be used to help fund APD’s efforts 
surrounding the External Affairs Unit.  For instance, APD might argue that training offered by the 
Unit to self-advocates teaches participants be effective users of HCBS services, and so is 
Medicaid reimbursable. APD could move to include such training as a service under its waiver 
(e.g., WI, MN) or to claim it as an administrative expense for operating its waivers.13 

                                                            
13  Self-Advocate leadership Network (2006).  Using Medicaid to Fund Trainings for Self-Advocates. Portland OR:  

Human Services Research Institute (www.theriotrocks.org) 
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Action Area 3:  Promote Partnership 

More attention needs to be devoted to tapping into generic resources 
available within local communities across the state.  In addition, there 
must be a strong commitment to coordinating public services 
available to individuals with developmental disabilities and their 
families from various sources.  APD should not be counted to support 
all those in need on its own.  More must be done to forge collaborative partnerships within the 
public sector at both the state and local levels. 

Toward these ends, two Action Steps are proposed. 

Action Step #7 Promote mutual support and association among self-advocates and 
families.  

 

As previously mentioned, 72 percent of individuals receiving services through APD live at home 
with their families.  An additional eight percent live in their own homes or apartments.  In this 
context, individuals and families function as islands – disconnected from each other – with no 
infrastructure to facilitate networking and mutual assistance.  APD staff report that it has taken 
action to support individuals and their families in a variety of ways.  For instance, the APD 
website offers a directory and links to disability oriented organizations and other useful supports 
(http://apd.myflorida.com/planning-resources/#rdt).  It also provides a link to a provider-run 
website that includes a directory of service providers and information on how well providers 
perform (www.flddresources.org).  Moreover, though a lack of needed funding poses a serious 
obstacle, Waiver Support Coordinators are encouraged to help individuals to access a variety of 
resources in the community, including unpaid supports. 

Making available useful resources on the Internet promoting the use of community resources is 
a good start.  Still, given that Florida is committed to a service mix that relies heavily on families 
and individuals, it is essential to provide increased opportunities for these individuals to support 
one another and build strength through collaborative actions.  Such opportunities would 
promote: 

• An emphasis on effective use of community assets.  Future systems must seek to 
discover and utilize every capacity available within the local community.  One of the 
strongest assets any community has is its people.  People volunteer daily to do any 
number of tasks for others, formally through structured groups or spontaneously through 
individual initiative.  Beyond individual efforts, any community also has an array of 
community serving entities, such as churches, schools, colleges, businesses, libraries, 
neighborhood associations, clubs, recreational entities and other community 
organizations.  Future systems must seek to forge reciprocal alliances between 
individuals with disabilities and the vast array of community assets available to find 
additional means of supporting individuals with developmental disabilities and their 
families.

One of the 
strongest assets 
any community has 
is its people. 
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Three Legged Approach to 
Meeting Individual & Family Needs 

 
Community 
Supports 

Public 
Services 

Individuals & 
Families 

• An emphasis on blending resources available 
from multiple organizations, agencies and 
individuals.  The formal, paid services 
furnished through APD programs need to 
mesh with other generic and informal  
supports accessed through local faith-based 
and other community service organizations.  In 
addition, future support systems must offer 
individuals and families opportunities to offer 
mutual support to one another through peer 
support networks or exchange networks.  This 
approach might be characterized as a “three legged stool” (see graphic above).  The 
blend of supports offered is the seat of the stool and is supported by three legs:  public 
services, community supports, and individuals and families helping one another.  
Working with each of these resources, future family support staff will bring services and 
supports together around families to build a cohesive response to each family’s needs. 

To promote this approach, two activities are recommended: (a) develop peer connection 
networks; and (b) establish formal cooperatives or federations where participants work together 
to manage the services they receive.   

1. Develop mutual support -- 
“peer connection”--  networks 
among families and self-
advocates in order to maximize 
the use of available community 
assets.  To complement 
traditional Medicaid financed 
services funded through APD, 
individuals and families should be 
encouraged to participate in local 
Peer Connection Networks.  
These Networks are not meant to 
take the place of HCBS services.  
Rather they are intended to 
generate additional, 
complementary supports within 
communities across Florida. 

In a Peer Connection Network, 
participants unite voluntarily to 
address common needs through 
mutual support and/or joint action.   
Such networks can be composed 
of individuals with disabilities, 
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family members or both.  A staff person is typically required to advise and organize the 
Network, though it should ultimately be shaped by the needs and preferences of its 
members.   

Such networks blend together four essential sources of support: 

• Disability oriented public services:  We recognize the role public resources play in 
supporting people with developmental disabilities and families.  Many individuals with 
disabilities may be receiving support services already through a community services 
network funded by APD.  These actions may also be complemented by other public 
services (e.g., local ride sharing programs sponsored by local transit agencies).  These 
services often provide significant support, but usually are insufficient to address all of the 
unmet support needs among individuals with lifelong disabilities.  

• Peer support among members:  The aim of such networks is to assist participants to 
help one another by offering mutual support and sharing resources.  Most simply, this 
can include simple forms of help that individuals offer one another (e.g., to offer 
temporary respite, a car ride, emotional support, information).   

Peer support may also be organized more formally through a “time bank.”  A time bank 
organizes participants within an exchange network where everyone’s contributions are 
valued equally and tracked.  At the Lynn Time Bank (in Massachusetts), for instance, an 
hour of help offered equals “one service credit.”  The hours of time a participant gives to 
others are credited to his or her "account" by computer, and hours of help the person 
receives are "debited" from the account. After each service exchange, the participants 
notify the office of how many hours were given.  Quarterly statements are sent to all 
members. Participants e-mail each other with service exchange information, such as 
placing an ad for services ("I am able to provide transportation” placing service requests 
("I need a ride to my Doctor next Wednesday), and confirming that the service took 
place.  In this fashion, individuals reach out to others across an area to provide mutual 
support without heavy public agency investment.  (Go to: http://www.lynntimebank.org/) 

• Community assets.  The network should mobilize other community assets, such as faith 
based and other community service organizations (e.g., churches, civic or hobby clubs, 
recreational centers).  Local chambers of commerce and community businesses may 
also prove helpful. 

• Innovative utilization of Individual Development Accounts (IDAs):  IDAs, a publicly 
funded program, are matched savings accounts that enable low-income individuals to 
save, build the assets necessary to acquire products and services (i.e., purchase a 
home, pay tuition, establish a business, etc.), and, thus, enter the financial mainstream.  
Organizations in 47 states and the District of Columbia offer IDA programs with a range 
of eligibility requirements and matching amounts.   

In Florida, there are 12 organizations that offer access to the IDA program, as well as 
other poverty-relief initiatives aimed at increasing individual or family self-sufficiency.   
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Broward County Board of Co. Commissioners Ft. Lauderdale www.boward.org/countygov 
Capital Area Community Action Agency Tallahassee www.cacaainc.org 
First Coast Workforce Development Orange Park   www.worksourcefl.com  
Fresh Ministries, Inc. Jacksonville www.freshministries.org 
Stephen P. Clark Center HFA Miami www.miamidade.gov/hfa/ 
NE Florida Community Action Agency Jacksonville www.nfcaa.net/ 
Osceola County Council on Aging, Inc. Kissimmee www.osceolagenerations.org 
Pinellas Opportunity Council St. Petersburg www.poc-inc.org/ 
Partners for Self Employment, Inc. Miami www.partnersforselfemployment.com 
United Way of Palm Beach County  Boynton Beach www.unitedwaypbc.org 
United Way of Tampa Bay, Inc. Tampa www.uwtb.org/ 
YWCA of Greater Miami, Inc. Miami www.ywca-miami.org 

Individuals in Florida can place up to $2,000 in their IDA and receive matching funds of 
up to four times that amount without losing SSI benefits.  The IDA may generally be 
applied to purchasing a home, establishing a business or acquiring an education.  
Specifics vary by the agency involved. 

IDAs are available to people with developmental disabilities but they are difficult for them 
to utilize because they must place personal earnings into their IDA in order to qualify for 
matching funds.  As noted earlier, many adults with developmental disabilities are 
unemployed or receive very limited wages, and, consequently, lack the means to 
accumulate savings in an IDA.   

Within this context, creative means may be tested to promote member participation.  
First, a pool of funds might be set aside using a combination of state-only dollars, private 
donations, the proceeds from fundraising events, etc.  This funding pool could be made 
available to Network members in exchange for the time they spend helping another 
member or in an approved Network activity.  For instance, a member who helps another 
member (e.g., put in a garden, installs a ramp) or helps with a Network activity (e.g., a 
fundraising event) can be credited at some rate (e.g., $8/hour) for his or her time.  This 
amount will be drawn from the pool of funds set aside and placed in the individual’s IDA.  
This practice will serve the dual purpose of promoting the idea of mutual support, while 
also helping individuals to build their personal assets. 

2. Develop more formal cooperatives or federations where participants work together to 
manage the services they receive.  In the current system, families are counted on in a 
number of ways to manage the supports provided to the family member with disabilities.  By 
working together, participants can form a strong alliance within a “cooperative.”  The 
cooperative itself may function as a provider agency, performing any number of functions 
collectively for its members, including: 

• Recruiting direct support staff; 

• Acting as an “employer of record” in an established cooperative, 

• Managing support staff and otherwise assuring that supports are properly delivered 
and accounted for; 
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• Purchasing services, durable equipment or other needed supports; and 

• Acting as a fiscal intermediary to ensure that providers are paid, but also to offer 
providers workers’ compensation and other benefits.   

Working on their own, such responsibilities can prove burdensome over time.  If families and 
individuals work together, however, many of the associated responsibilities taken on by 
families may be more efficiently and effectively managed.  This can be accomplished by 
promoting partnerships within the public and private sectors – for example by forming a 
“Human Services Cooperative (HSC).”   

HSCs are recognized by the Federated Human Service Cooperative, an organization whose 
goal is to “assist in the creation of Human Services Cooperatives” ( See 
http://www.federatedhsc.coop/).  This national entity certifies local cooperatives directed by 
individuals and families who use disability services to provide supports that benefit its 
membership.  Once certified, a cooperative essentially operates as a provider agency, 
delivering services based on policies formulated by member owners.  This type of 
cooperative typically is built on partnerships developed between agencies and community-
service organizations in the public and private sector.  These partnerships create a 
responsive network to offer self-directed services to address member needs.  Several local 
HSCs have been successfully implemented in Arizona and Tennessee: 

• Arizona Service Co-op Enterprise, Flagstaff, Arizona, http://ascenthsc.org/ 
• Arizona Autism United, Phoenix, Arizona, http://www.azaunited.org/ 
• Inspire HSC, Phoenix, Arizona, http://inspirehsc.org/ 
• Freedom Co-op, HSC, Tennessee 

As previously mentioned, most APD service recipients live at home with their families and 
lack the infrastructure necessary to develop peer support networks or public-private 
partnerships.  However, the community assets required to achieve these objectives exist in 
Florida.  The ARCs, Independent Living Councils, self-advocacy groups, and Family Care 
Councils provide a natural infrastructure that could be engaged to bring individuals and 
families together.  

In recommending these two activities, we note that several types of agencies are capable of 
establishing peer connection or cooperative initiatives.  Examples include self-advocacy groups 
or local ARC chapters.  In addition, area Family Care Councils are also well positioned.  These 
Councils, one for each of the state’s 14 areas and one region, are authorized by Florida statute 
(s. 393.502, F.S.) and are funded by the state of Florida (http://www.fccflorida.org)  The 
Council’s primary functions are to:  

• Assist in providing information and outreach to self-advocates and families. 

• Review the effectiveness of the Developmental Disabilities Program and make 
recommendations with respect to implementation. 

• Advise the Developmental Disabilities Program administrators on the community and 
family support systems in their area. 
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• Meet and share information. 

While these Councils are not particularly charged with establishing peer connection networks or 
cooperatives, they may provide a useful local structure where such work can begin. 

Action Step #8  Develop collaborative relationships among state and local public 
agencies.  

 

Effective responses to human needs often cut across the responsibilities of multiple public 
agencies.  This is especially true of people with developmental disabilities due to the lifelong 
nature of their impairments. Moreover, there is a growing awareness that the array of 
specialized disability services developed over the past three decades lacks cohesion and has 
created a patchwork of fragmented services.  For instance, in a report to President Bush entitled 
Delivering on the Promise, the U.S. DHHS (2002) reported that a significant barrier to success 
is the fragmentation in our service systems that frustrate service recipients and policymakers 
alike.  DHHS reports that approaches to financing and managing long term care services and 
supports frequently result in compartmentalized programs that force individuals and their 
families to piece together supports as best they can. 

This outcome is generally viewed as fiscally inefficient by policy makers and unsatisfactory to 
individual service users.  Far too often family members and self-advocates are challenged to 
negotiate an intricate web of programs administered by 
multiple public and private agencies, each with its own, 
unique eligibility criteria and operating procedures. This 
usually is a frustrating task, and made more so when the 
policies of one agency seem to conflict with those of another 
agency. 

In response, the DHHS report calls for improved 
coordination and collaboration within the public sector, and 
the expanded use of community supports available through 
the private sector and within informal helping networks.  This point is made even more salient 
when today's concerns over state budgets are taken into account.  In today’s dismal economic 
environment, no single state agency should be counted on to deliver a comprehensive array of 
family support programs on its own. 

An effective response that takes full advantage of all available resources will require teamwork 
among state agencies.  Public service agencies most frequently called upon to participate in 
these collaborations include education, vocational rehabilitation, health and mental health, child 
welfare, developmental disabilities, and juvenile justice.  In addition, other organizations can 
also play important roles, including the Florida Developmental Disabilities Council, the Advocacy 
Center for Persons with Disabilities, the University of South Florida Center for Inclusive 
Communities, a Center on Excellence in Developmental Disability Services, and numerous 
other specialized agencies.  These agencies should work together to act as catalysts in bringing 

In today’s dismal 
economic environment, 
no single state agency 
should be counted on to 
deliver a comprehensive 
array of family support 
programs on its own. 
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the larger group of state agencies to the table.  As a result, policy makers and researchers alike 
must focus on the need to breach the gaps among categorical and generic programs, combine 
funding streams, and coordinate teams across administratively separate agencies. 

Yet nationally, states have been slow to react to this necessity.  Even while states may sponsor 
multiple efforts to support individuals and families, existing programs generally operate 
independently from one another and without any apparent tie to some underlying set of 
principles or objectives that would blend their resources and expertise into a single cohesive 
response on behalf of individuals with developmental disabilities and their families.  While the 
current times call for coordinated efforts and efficient team work, Florida and other states find 
their family directed resources scattered and unfocused.   

At the same time, we recognize that, over the past decade Florida has made an effort to build 
partnerships among state and local agencies in addressing the needs of individuals with 
developmental disabilities.  For instance, in 2004, Governor Jeb Bush created a Blue Ribbon 
Task Force to develop a plan of action to remove barriers and improve outcomes for people with 
developmental disabilities.  The work of this task force resulted in numerous recommendations 
for action, and subsequently the establishment of the interagency Blue Ribbon Task Force 
Implementation Working Group (BIWG).  The latter group included senior representation from 
both state and local agencies including APD, The Florida Developmental Disabilities Council, 
the Center for Inclusive Communities (Florida UCEDD), The Advocacy Center for Persons with 
Disabilities, Able Trust, Workforce Florida, Inc., and the Florida Housing Finance Corporation, 
among others. The recommendations and actions resulting from this working group 
demonstrated the commitment of Florida public and private stakeholders to work together 
towards common goals. 14   

Likewise more recently, in 2008 Senate Bill 988 called for establishing Task Force to assess the 
need for health care transition services, to develop strategies to ensure successful transition 
from pediatric to adult health care systems, and to identify existing and potential funding 
sources.  In response, the Department of Health, Children’s Medical Services (CMS), convened 
a 14-member Task Force comprised of key agency representatives and stakeholders.  Later, 20 
additional stakeholders were asked to participate in the planning process.  The Task Force 
made 16 recommendations to ensure successful transition from pediatric to adult health care in 
Florida. 15 

These actions establish a strong platform to work from, and other opportunities exist.  For 
instance, we note that in an April 2007, letter the Florida Independent Living Council presented 
a draft synopsis of its goals and objectives for its three-year State Plan for Independent Living.  
The plan was developed in a collaborative effort involving the Council, the Division of Vocational 
Rehabilitation and the Division of Blind Services and was finalized in June 2007. 

Among other objectives, the plan calls for: 

                                                            
14  Blue Ribbon Task Force Implementation Working Group (2006).  Third Semi-Annual Report, July 31, 2006. 
15  Hess, J., Wood, D., Sloyer, P. & Reiss, J. (2009).  Ensuring successful transition from pediatric to adult health 

care: Report and recommendations.  Tallahassee: Florida Council on Developmental Disabilities.  



Action Area 3 

A Strategic Path Forward -  Action Steps  32 

• Educating legislators about the benefits of Florida participating in the federal Money 
Follows the Person initiative whereby individuals can re-locate from ICFs to less 
restrictive community settings. 

• Participation in efforts in Florida to implement Money Follows the Person initiatives; 

• Advocating for “consumer directed” local transportation services; 

• Developing collaborative relationships, including the Florida Housing Finance 
Corporation, to increase accessible, affordable integrated housing options; 

• Advocating for a program to assist people transitioning out of nursing homes; 

• Contacting corporate entities to provide information on the need for home modifications 
and barrier removal in private residences; and 

• Increasing the involvement of youth with disabilities in the independent living movement. 

Note that each of these proposed planning objectives coincides with the strategic path proposed 
here.   

In addition, we note that the FDDC, in partnership with the Governor’s Commission on 
Disabilities, the Able Trust, and the University of South Florida’s Center on Urban 
Transportation Research, has developed a transportation feasibility study project.  The primary 
purpose of this project is to conduct a study to analyze needed systemic reform that may 
stimulate provider competition, customer service, better accessibility, and safety while allowing 
improved consumer directed choice in regards to transportation disadvantaged systems and 
services.  The study will identify innovative transportation options including but not limited to real 
choice voucher models in other states and applicability in Florida.  It is expected that the 
resulting report will be useful in providing verifiable information and recommendations to key 
state decision makers such as the Governor, the Legislature and the state Transportation 
Disadvantaged Program.   

These efforts illustrate that policy makers and others in Florida are already aware of the need to 
work together and are doing so.  Still, given the difficult fiscal situation facing the state, it is 
essential that public agencies do more than ever to work together.  There is much common 
purpose to build on.  We understand that APD already maintains memoranda of understandings 
or agreements with several other state agencies (e.g., Department of Education, Bureau of 
Exceptional Education and Division of Vocational Rehabilitation, Division of Emergency 
Management, Department of Children and Families, Able Trust).  Concerning the specific 
objectives described within this Strategic Path, however, APD should explore possible further 
collaborations with these and other public agencies as well as other interested stakeholders.  
Doing so will amplify the effects of APD’s available resources and prove beneficial to other 
collaborators as well. 
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…  most agree that as 
the state moves 
forward it must first 
strengthen its 
community system 
infrastructure to 
provide a sound 
platform to work from.  

Action Area 4: Strengthen Community System Infrastructure 

Stakeholders in Florida agree that there are major shortcomings 
in the delivery of community developmental disability services.  
For example: 

• There is widespread concern over the methods used to 
assign service applicants/ recipients to a particular 
HCBS waiver tier and how decisions are made 
regarding individual budget allocations. 

• Florida collects information to compile a waitlist, but 
presently these data are insufficient to guide long term 
planning decisions.  

• Individuals with developmental disabilities living at home and with their families complain 
about the absence of a solid framework to provide a foundation for the delivery of in-
home supports.  

• Provider agencies struggle to acquire and retain a stable competent workforce.  In turn, 
workforce instability spawns major problems in assuring the quality of services and 
supports. 

• The extent of the oversight of community services is generally regarded as insufficient 
and is a continuing source of concern across the full spectrum of stakeholders. 

• There are gaps in the capacity of the community service system to address the needs of 
individuals with especially challenging medical conditions or behavior. 

• Support coordinators are being asked to do more, but with fewer resources.  As a result, 
there is concern that linchpin functions performed by support coordinators -- i.e., service 
planning, follow-up and oversight -- are not being satisfactorily carried out. 

These shortcomings stand as major impediments to delivering quality services to individuals 
with developmental disabilities.  Florida must take action to strengthen the infrastructure which 
underpins its community service system.  Because of problems like these, system expansion or 
restructuring is difficult to undertake.  In fact, most knowledgeable observers agree that as the 
state moves forward it must first strengthen its infrastructure to provide a sound platform to work 
from.  There are four principal action steps that must be taken to overcome these shortcomings. 

Action Step #9  APD, in collaboration with interested stakeholders, should complete work 
on an assessment driven process of allocating resources through 
“individual budgets.”  

 

The Center for Medicare and Medicaid Services (CMS) states that  as used in an HCBS waiver 
application, the term individual budget amount means “a prospectively-determined amount of 
funds that the state makes available for the provision of waiver services to a participant ” 
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…the term individual budget amount 
means “a prospectively-determined 
amount of funds that the state 
makes available for the provision of 
waiver services to a participant.  

Center for Medicare and Medicaid Services 

(Instructions: Version 3.5 HCBS Waiver 
Application).   Often the allocated amount is fixed, 
though a range may be specified.  Further, the 
individual is typically told what amount is allocated 
before developing a service plan (i.e., prospective 
planning), rather than after the plan is completed 
(i.e., retrospective planning).  Finally, to determine 
the budget level, states must establish appropriate 
infrastructure to support the practice (e.g., means to 
assess needs and allocate budgets per person, service planning protocols, reasonable 
reimbursement rates for providers, means for providers to be reimbursed for services rendered, 
and quality assurance). 

States are acting to establish individual budgets per person in response to a variety of 
pressures.  Most notably, policymakers seek to restructure service delivery systems to achieve 
greater efficiency and equity.  By doing so, they hope to make better use of available resources 
while better positioning their service systems to take on current and future challenges. 

• Efficiency gains can be achieved by gaining a better understanding of the costs required to 
provide a service at a given level of quality to a particular type of recipient.  Ideally, under an 
individual budgeting process, each recipient of service is allocated precisely the amount 
needed, no more and no less.  Most developmental disability jurisdictions, however, know 
little about actual costs or prices per person.  Program administrators may be able to tell us 
the average amount expended per year, per person, but not the actual costs of providing 
services required by a given individual, in advance.   

• Equity requires a full, well-rounded understanding of a person’s support needs, and the 
amount required to provide these supports.  Few state developmental disability service 
systems, however, presently use protocols that reliably predict individual support needs and 
translate such findings into efficient and equitable resource allocations.  As a result, over 
time and across geographic areas, decisions made about service awards often appear 
idiosyncratic and unfair.  To address this problem, policy makers are seeking ways to 
allocate resources more systematically and with greater empirical confidence.  

In addition, policy makers may also apply individual budgets to better position service recipients 
to direct their own lives.  Increased self-direction can be achieved when the budget is sufficient  
and service recipients: (a) have ample authority over how their budget is applied to meet their 
needs, (b) can  choose from a suitable service array, and (c) have a satisfactory choice of 
providers. 

Currently, APD reports that: 

“determining an individual's budget for services begins with a discussion between 
the individual, his or her circle of support and the individual's waiver support 
coordinator about his or her support needs and the services that could meet 
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those needs.  After such discussion, the waiver support coordinator develops a 
plan listing the requested services and their amounts. 

This finding is subject to review by the APD area office and subsequently by the 
agency's prior service authorization provider.  For currently enrolled individuals, 
the reviewers examine whether the total amount for the services exceeds the cap 
for the individual's tier, whether the services are allowed in the individual's tier 
(Tier 4 offers a more limited array of services than the other three tiers),  and 
whether the services are medically necessary.  For newly enrolled individuals, 
the review determines medically necessary services, and a tier assignment is 
made by the area office after prior service authorization approval of services.  On 
January 1, 2010, certain individuals who have had changes in their cost plan 
during the preceding fiscal year will have their cost plans "rebased", or reduced 
to the amount of the previous year's expenditures plus a maximum 5% increase.” 
(Communication with APD staff, June, 2009) 

APD is already working to restructure its resource allocation process to establish an  
assessment-driven individual budgeting model.  Note that in this legislative session APD was 
charged with finalizing a plan to do so by February, 2010.   Presently, the agency is seeking 
feedback from the public regarding its draft goals and objectives for restructuring its resource 
allocation process.  Two draft goals state that APD seeks to: 

• Create a fair process to establish individual budgets for individuals with developmental 
disabilities so they may live self-directed lives in the community.  

• Create a waiver program that is more fiscally sound and secure so it can support 
the individuals it serves for the long term. 

In addition, APD proposes a number of objectives related to these goals such as: (a) 
empowering individuals to direct their own lives, (b) helping individuals meet their own unique 
support needs, (c) protecting health and safety, (d) creating budgets in a way that is fair and 
transparent, (e) making APD’s spending more predictable, (f) helping APD live within its means, 
and (g) meeting federal HCBS waiver requirements. 

Consistent with this work, HSRI is working with several states (e.g., CO, OR, GA, MO, VA, LA, 
RI) to design more rational and politically defensible reimbursement levels by developing 
“individualized budgets” for service recipients.   

We have developed and refined a strategic planning framework which has proven useful in 
forging needed systemic improvements.  This approach has four main phases: (a) preparation 
for the project, (b) data collection, (c) setting individual assessment levels, IBAs/level-based 
allocation levels and service rates, and (d) implementation.16  A description of this process 
follows and may be helpful to planners in Florida. 

                                                            
16  Agosta, J., Fortune, J., Melda, K. & Smith, D.  (2009).  Information Brief: Overview of rationale and process for 

developing individual or level-based budget allocations.  Portland, OR:  Human Services Research institute. 
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Strategic Planning Process 

Developing Budget Allocations In Relation to Service Payment Rates 

 Implement  
Collect 
Data  

Compile the 
Collected 

Information 

Collect Information 
on Individuals and 

the System 

Establish Initial 
Assessment Levels 

or Individual Budgets 

Reconcile and 
Finalize Levels or 
Individual Budgets 
and Pay Rates
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Implementation 

Issues 

Plan for 
Implementation 

Implement New 
Practices 

Set Policy Goals 

Choose 
Assessment 
Measures 

Engage 
Stakeholders 

 Prepare Set Budgets & 
Rates

Phase 1: Preparatory Tasks 

There are three preparatory tasks: 

• Policymakers must articulate their goals.  While the overarching intent may be to 
improve the efficiency and effectiveness of resource allocation, under that umbrella may 
fall other policy goals, such as: 

 Ensuring that available resources are distributed to individuals equitably and in ways 
that accurately and reliably account for personal support needs.  

 Ensuring that available resources are distributed in ways in which expenditures can 
be managed effectively and efficiently. 

 Ensuring that available resources are distributed so that service providers are 
reimbursed with fair and reasonable rates.   

 Introducing participant direction of services into the delivery system. 

 Setting provider reimbursement rates in ways that encourage service delivery that is 
consistent with underlying system values and preferred outcomes. 

 Complying with the local or regional requirements set by administering services. 

At the project’s outset, policymakers need to consider these and/or other policy goals, 
and indicate those that should drive the effort.  These decisions will come into play later 
in judging the outcome of the effort and in dealing with various issues which may arise.  

• Engage stakeholders throughout the course of the project.  It is important to have the 
ongoing involvement of stakeholders of all types over the duration of the project.  
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Stakeholders include service recipients, parents, service providers and others concerned 
with the outcome.  Through a “Stakeholders Committee” broad input and feedback can 
be continually acquired to help ensure that the envisioned changes and their 
implementation are consistent with service system values and principles.  This 
involvement also will contribute to ensuring the feasibility and practicality of the changes 
that will be made. 

• Choose measures to collect needed information on individuals and system performance.  
Essential to the effort is choosing a measure that will provide sufficient information to 
accurately and appropriately differentiate among service participants with respect to their 
supports needs.  It is critical that the selected measure be capable of reliably assessing 
support needs as well as the relationship between these needs and dollars expended.  If 
possible, the value of these data is enhanced by a measure of the direct service hours to 
be delivered to each participant over a specified time period. 

Information must also be collected by participants on the amount of money that is 
expended annually for their support.  Further, comprehensive provider cost information 
may be needed to guide the development of provider rates.  These data permit the 
development of a clear picture of baseline costs and, thereby, support analyses of 
current costs and the impact of making changes in wavier rates.   

Phase 2: Data Collection 

There are three considerations associated with data collection: 

• Decide whether to begin with a small portion of the population or to gather information 
on all waiver recipients.  Eventually, if new assessment practices and rates are be 
implemented for all HCBS participants, the state will need to have information on the 
entire population. But a state may find it more feasible, financially as well as practically, 
to start data collection with a representative random sample of participants.  As long as 
the sample is drawn properly, it can serve as a legitimate proxy for the entire population.  
This approach allows state policymakers to field-test crucial components of the change 
process in order to find the best approach to managing the data collection process, to 
smooth out logistical difficulties, and to explore the potential impact of changes in the 
resource allocation model. 

• Regardless of how a state begins this process, it is nonetheless advisable to delay 
implementing the new resource allocation model until completion of the assessments, 
across the entire service population. 

It is crucial that data collection is managed carefully and thoroughly.  Otherwise it can 
set the reform effort back significantly. Success requires that data collectors are well 
trained and a precise process is in place to guide their actions. The assessments must 
be administered properly so that the funding application is built on a solid platform of 
consistent data. If there are questions about how well assessments have been 
performed, the entire funding application will be thrown into doubt. And, as data are 
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collected, managers must continually check to assure that the data are being collected 
accurately and without bias. 

• The other critical issue related to data collection is proper compilation of the information. 
Accuracy and reliability must be assured.  This requires reviewing data for 
completeness, internal consistency, and possible error patterns. Catching omissions or 
errors early can greatly reduce problems at the data analysis and interpretation stages. 
 

Phase 3: Levels or Individual Budgets and Rates 

There are two considerations associated with setting levels and rates: 

1. Deciding to develop “Level-based Allocations” or “Individual Budget Allocations.”  
Information on individual support needs can be used either to: 

• Assign individuals to assessment levels related to expenditures and set level-based 
allocations.  The support needs of individuals are systematically analyzed in relation 
to costs (and perhaps direct service hours).  Items in the selected assessment 
measure are examined individually  to determine the combinations of variables which 
best explains variance associated with targeted dependent variables (e.g., annual 
costs and/or a measure of services hours).  The analysis is used to separate 
individuals into a reasonable number of “assessment” levels where there is 
meaningful separation between the levels.  Typically, these levels depict low to high 
support needs, with other categories becoming apparent that are related to complex 
behavioral or medical needs.  Ideally, total waiver expenditures and hours of support 
change in relation to changes in assessment level.  The number of levels and their 
composition are dictated by the data set.  The levels are tested against two major 
service categories: residential services and day services.  It is worth noting that this 
process results in defined levels composed of individuals who are assigned to each 
level.  All individuals falling within a level are assigned the same allocation (unless 
finer distinctions are made within levels by creating sub-levels).   

• Set Individual Budget Allocations (IBAs).  If the data allow, it is possible for 
individuals to claim their own unique level, resulting in true “individualized budget 
allocations.”  This level of precision, however, is hard to achieve initially.  IBAs are 
calculated by computer through systematic analysis like the one described for level 
assignment, but each individual is granted his or her own “level” or allocation.   

Either way, care must be taken to set level-based allocations or IBAs in ways to achieve 
stated policy goals, but also in a manner that minimizes dislocation for individuals.  Most 
likely, however, as new allocations are set, the funding allocations of some individuals 
will increase while others will experience reductions in their allocations.   

2. Reconcile payment rates based on historical costs and assignment to levels or 
IBAs.  Regardless of which of these two approaches is adopted, individual allocations 
must be aligned with reimbursement rates.  States may decide either to utilize their 
existing rate structure or take the opportunity to adjust reimbursement rates, perhaps to 
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encourage the use of certain service types instead of others (e.g., integrated, rather than 
segregated employment).  As a general matter, our approach to rate determination 
stresses the application of a standard rate-determination framework that bases rates on 
the level of direct staff effort necessary to deliver a particular service to people based on 
each person’s measured level of support need.  Other components of the rate are based 
on observed usual and customary provider costs.  This approach is designed to yield 
payment rates that are directly related to support needs while ensuring equitable levels 
of provider compensation for non-direct staff costs.   

Central to this framework is the fundamental rate determination principle that a state’s 
payments for services should ensure that each provider of a service receives sufficient 
compensation to support the delivery of necessary services to each individual.  
Payments for community services should be scaled to take into account assessed 
differences in supports needs based on a standardized assessment of such needs while 
promoting the economical and efficient delivery of services. 

More specifically, rate setting entails four fundamental steps:  

 Defining allowable costs and the subject service elements, 

 Considering present provider costs by these cost elements,  

 Developing rates in the form of cost models per service that are built on: (a) defined 
and allowable cost elements, and (b) cost values associated with such elements, and 

 Monitoring the resulting rates to assess their aggregate impact on the system, 
especially with regard to budget goals (e.g., cost neutrality). 
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The service rates themselves are graduated (based on the cost model) to take into 
account differing intensities of support needs exhibited by waiver participants, as well as 
other potential factors (e.g., policy preferences pertaining to allowed indirect expenses, 
emphasis on allowed expenditures for staff training or health insurance for staff).  Initial 
prototype service rates are subsequently reviewed and revised as warranted.  Finally, as 
illustrated by the graphic on the preceding page, rates must be reconciled with assessed 
individual support needs to finalize the personal budget allocations.  The budgets people 
are awarded must be sufficient to purchase the services they need.  And providers 
likewise must be reimbursed adequately for the services they deliver. 

Phase 4: Implementation 

Implementation requires careful reflection and planning.   

• With assessment levels established and payment rates associated with each level or 
individual budget, it is time to step back and review what has been learned.  Altering 
payments for services obviously has ramifications for people with developmental 
disabilities, their families and for service providers. For example, some states have 
revised their provider rates only to experience unanticipated increases in expenditures.  
In some of these states, the spending increases led to the suspension of new 
enrollments in the HCBS waiver program to avoid expenditure overruns. Other states 
have experienced serious disruptions in their provider networks as a result of rate 
restructuring, causing negative consequences not only for providers and their staff but 
also for people with developmental disabilities. It is critical that great care be exercised 
to ensure that the revised rates and payment levels do not result in major disruptions of 
the services and supports upon which people with developmental disabilities and their 
families rely day-by-day. The state must develop the capacity to anticipate and analyze 
the effects of proposed rate changes. In particular, it is important to simulate the results 
of the new payment structure, secure information about how funding patterns will 
change, and obtain feedback about the real-world implications of the change. Having 
ongoing involvement of stakeholders will be helpful in this effort. 

• A plan must be developed to implement the new policies and practices across the 
system. This will likely entail modifying administrative rules, building awareness among 
individual and providers, training staff who are key to the implementation process, 
developing individual service plans, revising billing and payment practices as needed, 
and otherwise ensuring smooth implementation. In addition, state staff should be 
prepared to use “exceptional care/cost” procedures to accommodate individuals who 
have unique support needs and do not fit within the established cost allocation models.  
Any model, after all, is a “best fit” solution to accommodate most individuals and will 
likely not be satisfactory for everyone. 

• The new practices are implemented. State staff must work with waiver recipients, their 
families, service providers and others to see that the new procedures and related 
decision rules are put in place and monitored over time, so that adjustments can be 
made as necessary. Experience reveals that several iterations are typically needed 
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before the new rate structure becomes an accepted, integral part of the overall service 
system.  During the “transition” period, the state agency may find it necessary to mitigate 
the near-term financial impact of the new structure on providers as well as individuals. 

Overall, the process is a challenging one, dealing with the uncertainty of what the data will 
present as well as the sensitive dynamics of the situation on the ground. It is not a process 
which can be rushed. Each state is different. The basic approach must be to follow the data 
and actively engage all stakeholders. 

In Florida, APD has already initiated efforts along these lines to develop an individual budgeting 
allocation protocol.  To date, APD: 

• Is collecting information on individuals it serves in its HCBS waiver programs, APD uses 
the Questionnaire for Situational Information (QSI) (Version 4.0).  The QSI is a 43-page 
questionnaire containing several scales designed to “gather key information about a 
person that will describe his or her life situation for the purpose of planning supports over 
a 12-month period.  These descriptions reflect a person’s needs for assistance in order 
to adjust to life changes while living, working, fulfilling valued roles, and participating in 
his/her community” (QSI Version 4.0, p. 2).  

• Has contracted with the Florida Center for Inclusive Communities at the University of 
South Florida to complete reliability and validity studies of the QSI.  In turn, HSRI, under 
sub-contact to USF, completed a review of the QSI’s content, face and construct validity.  
Meanwhile, USF examined the psychometric properties of the measure.  This work was  
completed in March, 2009. 

• Developed a draft plan for creating an assessment-informed resource allocation model.  
This brief draft was shared with members of the FDDC Work Group in January, 2009.  
Since then, members of the Work Group have been providing APD with feedback on the 
plan.  Subsequently, as required by the Legislature, APD has begun developing a plan 
to establish individual budgets for individuals enrolled in the waivers. 

These first steps are appropriate and encouraged.  With time, APD may elect to follow closely 
the strategic planning process noted above.  In doing so, APD will need to consider and decide 
on numerous policy options along the way (e.g., whether or not to blend together residential, 
day and other services within a global individualized budget or keep them separate and offer 
multiple rates, what services individuals may purchase with their assigned budgets, how 
portable the personal allocations will be, and what process will be utilized to manage individual 
needs that exceed the assigned allocations).  At the start, however, APD should consider 
carefully these three issues.  How they have settled these issues will go a long way toward 
shaping the efforts that follows. 

1. What policy goals drive the effort?  Beyond listing various project goals and desired 
outcomes, APD should settle on the goals which lie  at the core of the project.  What 
primary goals does APD aspire to achieve through the project?  Other goals may be 
important but be secondary outcomes for purposes of the project.  Knowing what goals 



Action Area 4 

A Strategic Path Forward – Action Steps  42 

carry greatest priority will guide APD decisions as the project unfolds, making decisions 
easier and moving the effort along at a reasonable pace.   

2. Should individualized budget allocations be anchored to present provider reimbursement 
rates?  We understand that current rates were developed through extensive study in 
2003.  These rates may or may not be appropriate now.  APD may elect instead to re-
examine the rates to determine if they might be adjusted to better fit circumstances in 
Florida and the policy goals set by APD.  Ultimately, individual budgets  must be 
reconciled with provider rates regardless of whether current or adjusted rates are used. 

3. In a related vein, APD should conduct a study of provider reimbursement rates to assess 
whether or not they are sufficient.  It will do little good to develop a system that allocates 
resources efficiently and equitably if the resources in play are insufficient to cover the 
resulting costs.  Indeed, many stakeholders in Florida suspect just that.  As a result, it is 
essential that APD systematically review the reimbursements, and the individual budgets 
that will be inevitably tied to these rates, to determine if they are sufficient.  This can be 
achieved by analyzing rates in comparison to industry standards nationally.  As a result, 
policy makers will have an informed understanding of whether or not the reimbursement 
rates are sufficient.  Subsequently, APD may or may not seek adjustments to the rates 
as warranted.  

Action Step #10 Florida must strengthen its methods of serving people with complex 
support needs, such as those facing extraordinary medical or 
behavioral challenges. 

A critical measure of the effectiveness of a community developmental disabilities service system 
is how well it supports individuals who have especially challenging behavioral or medical 
conditions.  The capacity to meet the needs of these individuals without resorting to unwanted 
and unnecessary placement out-of-home is vital.  To the extent that the needs of such 
individuals can be appropriately addressed in the community, their lives will be more stable and 
higher service costs will be avoided. 

Florida presently relies heavily on in-home support approaches (i.e., approaches where service 
recipients live at home with a family member) but lacks a well-structured capacity in the 
community to respond to the needs of people with extraordinary needs.  As illustrated during 
recent family and individual focus groups held around the state,17 families are struggling to cope 
with reduced service allocations.  Family difficulties are amplified, however, when their loved 
one has extraordinary needs.   Reduced in-home supports coupled with an absence of needed 
back-up or response to extraordinary needs further stresses families as well as the overall 
service system.  It is not surprising, as a result, to hear families report that they cannot continue 
providing care at home.  Under such pressure, some families indicate that they are being driven 
to seek an out of-home placement for their family member. 

                                                            
17  Melda, K., Smith, D. & Agosta, J. (2008).  The impact of reductions to Florida services on people with developmental disabilities 

and their families.  Tallahassee, FL: Florida Developmental Disabilities Council. 
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States like Florida that have substantially reduced the capacity of their large state residential 
centers and have modest community residential capacity must confront the question of how to 
meet the needs of individuals whose challenging conditions would otherwise lead to an out-of-
home placement.  Some of these states (e.g., Maine, Oregon and Vermont) recognized the 
need to respond quickly and expertly to the needs of individuals with challenging conditions.   

• Vermont sponsored the development of a statewide crisis intervention network that can 
respond to the needs of such individuals in a variety of ways.   

• Maine found itself caught in a revolving door situation, with individuals in crisis cycling 
into and out of its one remaining public institution (Pineland Center).  In response, Maine 
created capacity in the community to meet the needs of these people.  The resulting 
actions enabled Maine to proceed with the closure of Pineland Center, its only large 
public institution.   

• Oregon retains a community contractor, the Oregon Technical Assistance Corporation 
(OTAC), charged with working with families statewide in times of family difficulty related 
to behavioral challenges.  OTAC staff, positioned in varying municipalities across the 
state, visit directly with families and the individual to assess the situation, develop a 
behavioral plan and help all involved parties to implement the plan.  Efforts are directed 
toward addressing difficulties before they become crises, thereby reducing the likelihood 
of families seeking an out-of-home placement.  

Obviously, the Florida service system is far larger and more complex than the developmental 
disabilities service systems in Vermont, Maine or Oregon.  However, the fundamental design 
principles of these states’ approaches to addressing the needs of individuals with challenging 
behavioral conditions are relevant.  These principles include: 

• Establishing on-call capacity to rapidly provide technical assistance to families or 
providers that experience problems addressing the needs of those with challenging 
conditions; 

• The capability to dispatch skilled personnel to community settings to identify effective 
practices in supporting individuals with challenging conditions and work with provider 
agency staff to implement such practices; and 

• The operation of short-stay crisis residences to provide intensive services in order to 
stabilize a person who is experiencing a crisis. 

The foregoing capacities and capabilities form the core of an effective approach to serving 
individuals with challenging behavioral conditions.   

Given the sheer size of Florida (from a geographic and population standpoint), two 
recommendations are offered:  

1. Florida should contract with one or more private-sector organizations to furnish 
specialized behavioral services on an as needed basis for defined geographic areas of 
the state.  These Behavioral Support Organizations can be linked to regional provider 
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networks already in place. They also can furnish ongoing training and education to 
community personnel in supporting people who present behavioral challenges. 

2. APD should craft a set of specifications for the operation of Behavioral Support 
Organizations, and, during FY 2010, issue a Request for Information soliciting proposals 
to operate such organizations.  Assuming that one or more satisfactory responses to this 
solicitation are received, APD should conduct a pilot of the behavioral support system 
during FY 2010.  If the pilot is successful, this approach to furnishing services should be 
extended statewide starting in  2011.  To complete these actions APD might seek to 
establish an independent task force on behavioral intervention to work out the details.   

In a similar vein, Florida should undertake an in-depth study of current system capabilities to 
meet the needs of individuals who have extensive medical support needs.  At present, little is 
known about the effectiveness of health care systems in meeting the needs of individuals with 
extensive, chronic health care needs in the community, although there is some evidence of 
problems in appropriately supporting individuals who have especially complex medical 
conditions.  Some states (e.g., California and Pennsylvania) have launched major initiatives 
aimed at improving the quality of health care services for people with developmental disabilities 
in the community.  These initiatives may suggest potential courses of action in Florida. 

Action Step #11 Florida must take action to address conditions for community workers to 
address workforce concerns related to staff turnover and preparation. 

Community agencies in Florida, like many states, are plagued by high rates of turnover among 
direct support professionals.  High worker turnover translates directly into major problems in 
assuring that services meet essential quality standards.  It also poses real problems in ensuring 
that people with developmental disabilities receive services and supports that enable them to 
achieve critical outcomes in their lives.  An unstable workforce increases the underlying costs of 
services in the form of increased use of overtime, higher workers’ compensation expenses, and 
elevated training costs.  These problems are not unique to Florida.  Adding capacity to serve 
people with reasonable promptness will be difficult unless community agencies are able to hire 
more workers and retain the ones that they have for longer periods. 

High worker turnover is attributable in part to the inability of provider agencies to pay 
competitive wages.  The capacity of agencies to compete for and retain workers is directly 
affected by the level of state payments for community 
services.  In Florida, payments for community services 
have not been regularly adjusted year-over-year to reflect 
changes in the “cost of doing business.”  Instead, they have 
recently been cut.  As wages increase in the general labor 
market, community agencies encounter more and more 
difficulties in hiring and retaining competent workers. 

Compounding matters, providers may not offer workers a satisfactory range of benefits (e.g., 
health insurance, vacation or holiday pay) or sustained training or education.  Overall, working 
conditions like these add to low worker satisfaction, which in turn helps fuel further turnover. 

A skilled, stable workforce 
is the cornerstone of an 
effective community 
services system. 
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At present, there is little in the way of up-to-date, systematic information to gauge the extent to 
which community worker wages should be boosted so that community agencies can be 
reasonably competitive in the market place.  A reasonable approach is to benchmark wages 
against comparable types of jobs in the general labor market, providing geographic modifiers as 
warranted to reflect local labor market conditions. 

Determining an appropriate level of compensation for community workers is not simple.  To lay 
the proper foundation for making such determinations, a comprehensive study of current wages 
and benefits is necessary along with an analysis of general and local labor market conditions.  
For example, Wyoming undertook a comprehensive study of this type several years ago.  The 
study revealed that community worker wages needed to be boosted by about 20 percent to be 
competitive with other employers.  Based on this study, the Wyoming Legislature appropriated 
the necessary funds to increase wages; a follow-up study determined that the increase in wages 
resulted in a marked reduction in workforce turnover. 

It is recommended that Florida take two steps to improve 
conditions for community workers: 

1. A full-scale study of community wages and benefits 
should be initiated this year and targeted for completion 
in 2009 or early 2010.  The study should examine 
current community wages and benefits in relationship to 
comparable positions in the general labor market.  It 
also should examine the extent of local/regional 
variations in worker pay.  The study should be designed 
so that it provides policymakers with reliable, concrete information concerning the extent 
to which community wages and benefits are (or are not) competitive. In addition, the 
study should identify the scale of wages and benefit increases that are needed  to reach 
a competitive level.  Finally, the study also should suggest how wages and benefits can 
be indexed so that they can be kept in alignment and competitive with general labor 
market levels. 

2. Should the recommended study of wages and benefits reveal that a substantial boost in 
funding is necessary for community wages and benefits to be competitive, the necessary 
additional dollars should be nested within the individual budgets and reimbursement 
rates that emerge from the resource allocation effort (See Action Step 9). 

Action Step #12 Florida must improve its service coordination network. 
 

Within the Planning Context analysis several difficulties regarding support coordination were 
noted.  Examples include: insufficient communication among support coordinators, 
inconsistency in support coordination statewide, extraordinary paperwork, growing case-loads, 
and low wages.   

A full-scale study of 
community wages and 
benefits should be 
initiated this year and 
targeted for completion 
during 2009 or early 
2010.   
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Many stakeholders agree that factors like these erode the capacity of support coordinators to 
ensure that individuals receive the supports they need.  Instead, the supports planning process 
often becomes a brisk means for working through required paperwork to allocate funds and 
services.  In essence, the system becomes increasingly less a person-centered support system 
and more a “pass through venue” for funds to purchase approved services.  APD will need to 
change this dynamic if it is to realize the program’s potential for individuals and their families.  
To do so, at a minimum, APD should: 

• Work with support coordinators to establish means by which they can communicate 
effectively with one another.  Across Florida there are hundreds of support coordinators, 
but no easy way for them to share information in a timely way, exchange ideas, form 
collective opinion, and communicate efficiently with APD.  In many ways, support 
coordinators are a linchpin of the community system.  Yet, at present, many are 
disconnected from one another, contributing to a lack of consistency in performance 
across the state.  In addition, the challenging work demands placed on support 
coordinators undercuts efforts to communicate.  In response, APD should work with 
existing independent support coordinators and agencies to establish a cohesive means 
of communication among all coordinators, and to provide the time needed to take 
advantage of the opportunity.   

• Set program expectations and standards consistent with the agency’s administrative 
rules and vision, and assess the related performance of support coordinators. These 
standards should be clear, concise and consistently and fairly implemented over time.  Once 
such standards are set, APD must invest in data collection to monitor progress and 
performance, using such information to improve the quality of support coordination.   

• Establish a learning community dedicated to support coordination that is consistent with 
the governing administrative rules and vision for helping individuals live self-directed 
lives in the community.  We understand that APD’s Real Choice Systems Grant from the 
Centers on Medicaid and Medicare Services (CMS) has been used to fund training for 
waiver support coordinators and that “LENS” seminars also provide useful training.  A 
focus of the grant is to (a) retrain all support coordinators in the use of person-centered 
planning strategies, and (b) develop area level trainers to maintain this capacity after the 
grant funding expires.  Still, this effort, though well designed, is not sufficient.  Overall, 
there is an lack of ample opportunity for support coordinators to learn best practices, or 
to think collectively about what can be done to work more cohesively, test innovative 
ideas, or improve services.  APD will need to have greater resources available to go 
further to establish a culture of learning and mutual support for support coordinators, 
involving information sharing, training and technical assistance.  

• Establish a Support Coordination Work Group to examine specific working conditions 
pertaining to support coordination and make recommendations to APD to improve such 
conditions. 
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Specific topics this group should address include: (a) person-centered planning, (b) 
current paperwork responsibilities, (c) caseloads,(d) reimbursement rates (e.g.,  wages 
paid), and (e) quality improvement. 
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Action Area 5:  Expand System Capacity 

Action Step #13  Conduct a study to determine what should or might be done to expand 
residential living alternatives for adults with developmental disabilities.  
 

As noted on numerous occasions throughout this report, Florida relies heavily on in-home 
support as a mainstay of service response.  Just over 70% of those receiving services from 
APD reside in the home of a family member.  Present circumstances reflect policy decisions 
made over several years.  At issue is whether or not Florida should, in coming years, reduce, 
maintain or further emphasize this policy.   

The Strategic Path Work Group discussed this issue at length and could not reach a definitive 
consensus on the course that should be taken.  Some argued that the present service mix 
matched policy preferences of most Floridians, with current residential vacancies across the 
state illustrating that the current demand for out-of-home options is being met and the unused 
capacity is sufficient for accommodating demand in the near term.   

Others countered that the present unused supply may not meet the needs and preferences of 
individuals and their families for a variety of reasons.  Demands for alternative residential 
options have been voiced even though vacancies currently exist.  In addition, plain demographic 
trends involving aging family care-givers may signal a need for the state to consider 
systematically expanding the supply of out-of-home alternatives.  Also, the preferences of 
people with developmental disabilities, the end users of any system, must be taken into 
account.  Some number of adults may prefer to live in their own place, away from their parents’ 
homes.   Finally, regardless of individual preferences, service or demographic trends or past 
policy decisions, states must develop a service mix that they can afford and is sustainable for 
the long term.  

How a state decides on issues like these has significant implications for present and future 
service recipients.  This is especially true as states seek to address their wait lists.  What 
service mix should a state seek to field?  What emphasis should it place on in-home versus out-
of-home alternatives.  Each service type carries with it its own demands for infrastructure and 
support, and there are cost differences.   

In response, a full-scale study of service demand in relation to available residential alternatives 
should be initiated this year and targeted for completion no later than December 2010. The 
study should examine: 

• Population demographics to estimate what numbers in the near future may be seeking 
out-of-home residential options due to the lack of capacity of aging caregivers. 

• The number and nature of current out-of-home alternatives across the state. 

• Reasons offered by individuals and families regarding why they may or may not wish to 
utilize this available supply. 
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• The range of out-of-home alternatives that constitute contemporary best practices (e.g., 
emphasizing community integration, self-direction and sufficient support) and their 
associated costs. 

• Preferences for out-of-home alternatives noted by individuals and families, given 
information of the range of potential “best practice” options. 

• Policy options with respect to what options should be offered most efficiently given 
assessments of individual need.  For instance, the most capable individuals who require 
minimal support should not be offered residential options that offer more support, and so 
cost more, than is needed. 

Given such study, state leaders may draw conclusions of how it may, if deemed appropriate, 
alter its service mix in the near and short term.   

Action Step #14 Florida must develop a reliable and accurate means of tracking and 
projecting service demand and associated trends.  

 

All states struggle to keep pace with rising service demand.  Typically, people who need 
residential services may need them urgently.  Without such supports their circumstances can 
deteriorate quickly, creating life crises for all involved.  Likewise, individuals may have needs for 
other types of services (e.g., day supports, transportation) that, if left unattended, also may lead 
to serious life repercussions.  As a result, being able to forecast demand and reduce waitlists 
are top priorities in most states. 

When forecasting demand, several types of demand must be taken into account: 

• Potential Demand refers to the total number of people who are or would be eligible for 
services.  Calculating the exact prevalence rates of developmental disabilities is 
extraordinarily difficult.   Service eligibility definitions vary from state to state, with some 
states using their own instead of the federal definition.  Further, the federal definition of 
developmental disabilities is not easily applied to children.  Finally, national surveys of 
disability do not specifically target developmental disabilities in their inquiries.  Still, HSRI 
has conducted prevalence studies in several states (e.g. NM, OR, MI, AR, IA) and 
generally estimates prevalence to range between 1-2 percent.  In Florida, this would 
amount to between approximately 181,995 and 363,990 people.  State developmental 
disability service systems, however, serve only a small portion of those who may be 
eligible. 

• Expressed - Met (Satisfied) Demand refers to those individuals served by the system.  
Some of these individuals may want services different from those they are currently 
receiving, but they are presently receiving services. 

• Expressed-Unmet Demand refers to individuals who have come forward, requested 
services, are on waitlists and would accept services if offered.  This group does not 
include individuals who seek services but would not accept them presently, if offered. 



Action Area 5 

A Strategic Path Forward – Action Steps  50 

States can confound 
their findings by 
establishing waitlists for 
pre-defined services that 
individuals may or may 
not want.  ... The 
outcome is a skewed 
view of demand that 
reinforces expansion of 
the existing service 
supply without 
accounting for services 
individuals and families 
may truly be seeking. 

• Latent Demand refers to individuals who are interested in receiving services though not 
immediately.  They may anticipate needing services in the near future, say within 3-5 
years. 

• Hidden Demand refers to individuals who would come forward if their life circumstances 
changed or, if the services offered, better matched their preferences 

• Compensated Demand refers to individuals whose needs are accommodated through 
other means and may never come forward for services.   

In this context, to plan effectively, state policy makers must have reliable and accurate 
information pertaining to the number of people who have requested services and need them 
presently (expressed unmet demand) and others who would likely seek services in the near 
future (latent demand).  Doing so requires diligent data collection over several years to examine 
how demand trends behave over time.   

At issue, always, is the accuracy of the information collected and the biases that may be 
inherent within the data.  For example, in systems where resources are scarce, such as in 
Florida, individuals may rush to express a service need whether the requested service is 
presently needed or not -- simply to “get on the list.”  Such behavior tends to overstate the 
number of individuals waiting for services.    

In addition, states can confound their findings by establishing 
waitlists for pre-defined services that individuals may or may 
not want.  For instance, if an individual is seeking supported 
employment services, but is only given a choice of day 
habilitation or sheltered work, the forced response would not 
reflect the true preference.  Likewise, if an individual sought 
supported apartment living but can only choose between a 
community group home or continued residence with his or her 
family, then the forced choice would also be inaccurate.  Put 
another way, in constructing waitlists states may inadvertently 
allow the supply of services illustrated within their data 
gathering protocol to influence individual responses.  The 
outcome is a skewed view of demand that reinforces 
expansion of the existing service supply without accounting 
for services individuals and families may truly be seeking. 

States approach issues like these differently and with varying success.  Colorado, for example, 
works from a platform based on the following principles: 

• “A primary consideration of any requirement for waitlists must be fairness. 

• The system needs to be reasonable, defensible to families and make sense to regular 
citizens. 

• Individuals waiting for services need to have the ability to move from one service area to 
another without ‘penalty.’ 
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• The system should make it unnecessary for people to be on a waitlist for years prior to 
wanting or needing the service.  It would be desirable if only people who want services 
now or in the near future are on a waitlist.”18 

Based on these guiding principles, Colorado compiles a registry to track demand for services 
throughout the state.  Likewise, Pennsylvania and Illinois gather information on service demand 
through the systematic use of a standardized protocol called the Prioritization of Urgency of 
Need for Services (PUNS).  PUNS classifies individuals based on an assessment of how soon 
services must be provided or, in other words, the urgency of need.  Individuals are classified as 
to whether the service need is an “emergency” (i.e., services are needed right away), “critical” 
(supports are needed within one year) or “planning” (services are needed within a 1-5 year time 
frame).   

Over the past several years Florida has gathered information on unmet service needs and 
compiled it in a waitlist. As shown earlier within the Planning Context, the list has grown to about 
17,000.  We understand too that APD, using the Questionnaire for Situational Information (QSI), 
will soon be collecting information about these individuals to help assess their support needs.   

The utility of the present list, even with the planned augmentation of QSI data, however, is 
limited due to the fact that certain informational elements are not gathered. Among the missing 
data elements are information about the urgency of the individual’s service needs, the type(s) of 
services they may require and demographic information about present support givers (e.g., age 
of the support giver).  As a result, the current data has limited utility in forecasting future 
demand and reviewing associated trends which may impact on resource planning or shed light 
on emerging demand patterns and preferences.  Without such information, state leaders and 
advocates alike are virtually guessing at the accuracy of the waitlist information and its 
implications for informing a reasoned systemic response. 

To develop a more systematic approach to data gathering and response to meeting unmet 
needs, Florida must revise or add on to its current methods of assessing its waitlist.  Several 
other states have undertaken similar efforts in recent years.  For example, as noted earlier, 
Pennsylvania and Illinois utilize the Prioritization of Urgency of Need for Services (PUNS) 
waiting list management system.  PUNS classifies individuals based on an assessment of 
urgency of need and how soon services must be provided.  It allows state staff to track the types 
of services needed by urgency category.  In addition, because uniform demographic information 
is gathered about each individual and their family caregivers (e.g., age), the data set also 
reveals other information useful to planners. 

We are not recommending that Florida adopt the PUNS.  Other useful state systems exist.  
Florida state leaders, however, should undertake a review of other waiting list management 
systems and take action to establish a more reliable, accurate and useful means of collecting 
data on unmet service need. 

                                                            
18  Smith, G. (1999).  Closing the gap:  Addressing the needs of people with developmental disabilities waiting for 

supports.  Alexandria, VA: NASDDDS. 
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Action Step #15  Starting in 2010 and each year thereafter through 2020, Florida should 
enroll an additional 2,218 individuals each year in its HCBS waivers.  

 

An important goal for the Florida system is to have sufficient capacity to respond with 
reasonable promptness to the legitimate needs to the people it is charged with serving.  Yet, 
Florida faces a major strategic challenge: keeping pace with the rising demand for 
developmental disability services while simultaneously adding new capacity.  There already is a 
substantial shortfall in Florida’s current system capacity to meet the expressed demand for 
services.   

To develop a sound strategy, a realistic projection of service demand is necessary.  Owing to 
the difficulties in interpreting present waitlist data (see earlier discussion of this point), we pin 
our projections and recommendations on utilization rates compared with national rates.  

Projected Service Demand in Florida 

Total service demand is the sum of “expressed met” or “satisfied” demand (i.e., people who are 
receiving services) and “expressed but unmet demand” (i.e., people who seek services and 
have emergency or critical unmet needs).  To estimate year-over-year service demand trends in 
Florida, consider these three 
factors: 

1. Florida’s general 
population will continue to 
grow.  Since 1960 Florida 
has experienced 
significant population 
growth.  While current 
economic circumstances 
make it difficult to estimate 
growth over the next few 
years, between 2007 and 
2020 the state’s 
population is expected to 
grow by 4.3 million, from 
18,149,526 to 22,477,886 
people (Economic and Demographic Research, Florida Legislature, 2009).  This 
amounts to a 23 percent increase. 

2. Growth in demand will exceed population growth alone.  The specific demand for 
developmental disability services is influenced by several factors.  At a minimum, 
demand will grow at about the same rate as the general population.  However, there is 
considerable evidence from other states that the demand for services is growing at a 
rate that exceeds the rate of general population growth.  For example, California has 
experienced yearly increases in service demand that are 2-4 percent above the rate of 
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population growth.  Connecticut is another state that is experiencing continued growth in 
service demand despite a concerted effort to reduce the state’s waiting list for 
community services.   

3. Uncertainty over service utilization targets.  APD has compiled information about unmet 
service needs over the past several years.  About 17,000 people are thought to waiting 
for services.  Yet because of the difficulties with interpreting these data, we elect to pin 
service demand projections to measures of service utilization rates in Florida and 
nationally.  More specifically, we key our estimates to: 

• The difference in 2007 between the number per 100,000 in population that Florida 
serves (i.e., 190 people per 100K) and the number it would serve per 100K if it were 
to serve the people at a level commensurate to the national average of 198 people 
per 100K; and  

• The service penetration rate that Florida would have to reach to address, based on 
the experiences of other states, most, if not all, expressed demand for services (i.e., 
minimize or potentially eliminate the waitlist).  This approach would require Florida to 
serve about 250 people per 100,000 in the general population.  This estimate is not a 
firm, failsafe number.  It is based on our review of national service utilization patterns 
and reported waitlists.  Certainly some states who serve 250 people or more per 
100k population have waitlists.  We might actually have chosen a number closer to 
300 per 100k.   

It seems, however, that when states serve near 250 per 100k in population, minimal 
waitlists are apparent.  Prouty et al. (2008) reports on service use patterns and 
residential waitlists by state.  We note that Connecticut serves 252 people per 100K 
and has a residential waitlist of 680 people.  Rhode Island serves 299 people per 
100K and reports no waitlist.  Pennsylvania, a more populous state, serves 244 
people per 100K and has a waitlist of 2,023, requiring 8.6% growth to meet the 
demand.   By contrast, Florida at 190 served per 100K estimates a waitlist for 
residential services that totals 4,280, requiring a 30% increase to meet the demand. 

For our purposes, we assume that the rate of demand for services in Florida will grow at a pace 
somewhat faster than state population alone.  HSRI set the rate at 2 percent each year above 
the rate of population growth, a relatively conservative assumption.  Other states are 
experiencing higher year-over-year rates of increase in service demand, and so, a “Population 
Plus 2%”assumption is reasonable. 

Based on the Plus 2% population estimates, two scenarios were developed, one keyed to a 198 
person per 100K service utilization pattern, and the other to a 250 person per 100K rate.  The 
technical note at the end of this section contains a more detailed discussion concerning the 
manner in which our projections were developed.  For both scenarios, we factor in that: 

• In 2007, a total of 34,630 people were served in ICF/MR-certified settings or were HCBS 
waiver service recipients.  These individuals are counted as “satisfied demand.” 
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• The state population in 2007 was 18,199,526 with estimated growth to 22,477,886 in 
2020 (Source:  Florida Demographic Estimating Conference, February 2008 and the 
Florida Demographic Database, August 2008). 

Projection #1: Service Use Rate of 198 people per 100K population.  Florida serves 190 
people per 100K in the general population.  If it were to serve people at a level 
commensurate to the national average, it would need to serve 198 people per 100K.  
Florida is already close to this benchmark, serving eight (8) people per 100K population 
less than the national average.  Given a state population in 2007 of 18,199,526 this 
would amount to serving 2,126 more people in 2007.  As a result, the Florida level of 
total service demand in 2007 would be 36,756 (i.e., 34,630 + 2,126). 

Projecting these numbers forward from 2010 to 2020, we find that to reach the present 
national average utilization rate of 198 people per 100K in population, Florida would 
need to serve an additional 10,91319 people by 2020.  This amounts to 1,091 new 
people added to the service rolls each year during the ten year window of 2010 to 2020.  

Projection #2: Service Use Rate of 250 people per 100K population.  Under this 
scenario, the target is set higher, at 250 people served per 100K.  Again, noting that in 
2007 a service utilization rate in Florida was 190 people per 100K, pushing to 250 
people yields a difference of 60 more people per 100K.  Given a state population in 2007 
of 18,199,526 this would amount to 11,086 more people being served in 2007.  Using 
this service use target, the Florida level of total service demand in 2007 would be 45,716 
(i.e., 34,630 + 11,086). 

Again, projecting these numbers forward from 2010 to 2020, we find that to reach 
utilization rate of 250 people per 100K in population, Florida would need to serve an 
additional 22,18120 people by 2020.  This amounts to 2,218 new people added to the 
service rolls each year during the ten year window of 2010 to 2020.   

Resources Needed to Meet Projected Service Demand 

There is no doubt that additional dollars will be needed for Florida to address current unmet 
service demand as well as keep pace with projected additional demand through 2020.  We 
emphasize that these resources should not be gathered from reductions in current HCBS waiver 
services.  Federal Medicaid dollars can underwrite 55.4 percent of these additional outlays.  
Recent federal legislation, the “American Recovery and Reinvestment Act of 2009”, however, 
temporarily increases this percentage. (See the Box on the next page)  How the increase will 
play out and be applied in Florida has not yet been determined.  As a result, the cost estimates 
we provide do not take into account the changes brought by the Recovery Act (aka, “Stimulus 
Package”). 

                                                            
19  This assumes a 2% yearly increase over population. 
20  This assumes a 2% yearly increase over population. 
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To estimate the dollars that might be necessary, we assume that Florida will employ the 
Medicaid HCBS waiver authority exclusively to expand system capacity.  The baseline figure 
used under this scenario is $28,912 per person21 (the average HCBS expenditure of 2007). 

Table 1 illustrates this cost scenarios by two service utilization standards, the first being at a 
rate of 198 people per 100,000 in general population, and the second at 250 people per 100K.  
As shown: 

• Given a service use rate of 198 people per 100K, resources must be allocated to serve 
an additional 10,913 people by 2020.  According to our calculations, this would run an 
additional $315.52 million annually by then.  Given the state’s Medicaid matching ration 
(55.5 percent) the cost to Florida would be 44.5 percent of this amount, or $140.40 
million. 

• Given a service use rate of 250 people per 100K, resources must be allocated to serve 
an additional 22,181 people by 2020.  The cost here, by comparison, would be $661.22 
million annually by 2020.  The cost in state general revenue would be $294.24 million. 

                                                            
21  Prouty et al. (2008) 

The American Recovery and Reinvestment Act of 2009 
Quick Summary of the Impacts on Medicaid 

In February of 2009, President Obama signed legislation entitled the “American Recovery and Reinvestment Act of 
2009”.  Among many other facets, this Act provides a temporary increase in the share of the Medicaid program paid 
by the federal government (known as the Federal Medical Assistance Percentage or “FMAP”). The provision took 
effect immediately and provides states with approximately $87 billion in assistance over nine calendar quarters 
(October 1, 2008 through December 31, 2010).  During this time, Florida’s match rate will be increased from 55.4 
percent to at least 67.6 percent covering the periods from October 2008 through FY 2011.  It is anticipated that from 
FY 2009-20011 Florida will receive $4,390 million in Medicaid recovery funds. 
There are three components to the policy.  

• Each state will be “held harmless” from any drop in its FMAP rate that would otherwise occur under the 
regular FMAP formula as a result of an increase in its per capita income in years prior to the recession. 
(States with higher incomes have lower FMAP rates than states with lower incomes.)  

• Each state will receive a “base” 6.2-percentage-point FMAP increase.  
• States that are experiencing large increases in their unemployment rates — as most states are — will 

receive an additional FMAP increase that would proportionally reduce the states’ share of Medicaid costs by 
5.5 percent, 8.5 percent, or 11.5 percent, depending on the size of the increase in unemployment. Each 
state’s eligibility for this additional FMAP increase would be evaluated each quarter  

The FMAP increases would apply to the costs of Medicaid benefits and to Title IV-E foster care and adoption 
assistance (but the increase related to unemployment would not apply to Title IV-E spending). The FMAP increases 
would not apply to Medicaid Disproportionate Share Hospital (DSH) payments, or to SCHIP and other Title IV 
programs that have federal matching rates based on the FMAP.  
To receive an increased FMAP, a state must satisfy two requirements. First, a state may not have Medicaid 
eligibility levels that are more restrictive than were in effect on July 1, 2008. States whose current eligibility levels do 
not meet this test would still be eligible to qualify for an increased FMAP if they take action to restore eligibility to 
July 2008 levels. Second, a state must ensure that it is promptly paying physicians, hospitals, and nursing homes 
that provide Medicaid services. 
Source: Center on Budget and Policy Priorities (Updated March, 2009) http://www.cbpp.org/files/1-22-09bud.pdf 
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2010-11 1,091 $14.04
2011-12 2,183 $28.08
2012-13 3,274 $42.12
2013-14 4,365 $56.16
2014-15 5,457 $70.20
2015-16 6,548 $84.24
2016-17 7,639 $98.28
2017-18 8,730 $112.32
2018-19 9,822 $126.36
2019-20 10,913 $140.40

2010-11 2,218 $28.85
2011-12 4,436 $57.71
2012-13 4,436 $86.57
2013-14 4,436 $115.43
2014-15 4,436 $144.28
2015-16 4,436 $173.14
2016-17 4,436 $202.00
2017-18 4,436 $230.85
2018-19 4,436 $259.71
2019-20 22,181 $288.59

Notes:

3. Lakin, et al. (2008)
4. If the state implements a prioritization of need measurement for individuals coming onto
the waiver, it is likely that individuals with more intensive needs will be added first, causing
costs to be higher at the beginning, but evening out over time.

Additional 
Capacity 
Needed

Total Cost (HCBS Waiver) 
$28,9123 per person

Cost in 
Florida 

General 
Revenue

$320.63

$63.10
$94.65
$126.21

$283.96

$192.38

Cumulative Resources Needed to Meet Service Demand 2010-2020  by 
Two Service Utilization Patterns 

 ($ Million)
Table 1

Utilization 
Pattern Year

$513.01

$157.76
$189.31
$220.86
$252.41

5. This projection assumes that the state would continue to use the current mix of services
(i.e. a large portion of service recipients live in the family home), and changes in the servic
mix would likely cause changes in the projected dollars needed going forward.

$384.76
$448.89

198 People 
Served per 

100k

$31.55

$577.14
$641.30

1.  Estimated costs do not include corrections for (a) potential inflation, implementation of 
the current waiver tier structure or recent service reductions

2.   55.4% of estimated Total costs will be federally reimbursed through use of Medicaid 

$315.52

250 People 
Served per 

100k

$64.12
$128.25

$256.51

As illustrated in Table 1, Florida policymakers can choose between two policy options to 
address the unmet needs of people with developmental disabilities to varying degrees.  A 
conservative choice would involve expanding capacity gradually until a service utilization rate 
commensurate with the national average is achieved.  While attractive from a cost savings 
perspective, this approach would still leave thousands of individuals with developmental 
disabilities without the services they need. 

More appealing is a strategy to accommodate most, if not all, unmet expressed demand.  It is 
recommended that Florida expand system capacity at a steady pace by serving an additional 
2,218 people each year between 2009-10 and 2019-20.  Such action would result in another 
22,181 additional individuals receiving services by 2020.  By employing the HCBS waiver 
authority to finance this expansion in capacity, Florida will be able to secure federal Medicaid 
dollars to underwrite 55.5 percent of the cost of this expansion.  Again, it is important to realize 
that by serving the additional 2,218 individuals per year, the state would achieve a service 
utilization rate of 250 per 100K by the end of the period (i.e., by 2020).  There is a significant 
possibility that by serving this number of people, the state will sharply reduce and possibly 
eliminate the waitlist for specialized developmental disabilities services over time. 
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Consistent with this recommendation, the Legislative Budget Request for FY 2009-10 submitted 
by APD included an issue to serve 2,220 individuals waiting for services.  This included 300 
children with open cases within the state’s child welfare system as well as 1,900 people waiting 
for services, the funding requested was about $31 million.  
When considering this Action Step and the associated costs, two factors must be taken into 
consideration: 

• The cost for achieving this goal depends on the service mix that is applied.  Note that the 
average waiver expenditure per person ($28,912) used for calculations is based on the 
current service mix that relies heavily on in-home supports.  This approach is less 
expensive than others involving out-of-home residential options. Florida, however, 
should consider expanding the availability of these alternative options to accommodate 
preferences of adults with disabilities to live away from family and in preparation of 
increasing need for residential services by baby-boomers whose parents can no longer 
provide support at home.  If this tactic were applied it would drive up the cost per person, 
given that out-of-home approaches are generally more expensive given the need for 
additional paid staff.  This scenario was not explored while developing the cost 
estimates. 

• From 2001 through 2007, Florida added 10,064 people to its developmental disabilities 
service system, or about 1,438 per year.  By most accounts in Florida, this was a 
relatively rapid pace of expansion and, arguably, significantly taxed the capabilities of 
the service system.  As illustrated earlier within the Planning Context section of this 
report, the state primarily relied on care provided in the homes of family member to 
accomplish this expansion.  Yet, while system capacity was expanded, complementing 
resources to build supportive infrastructure were not sustained and the process overall 
was – arguably - not efficiently managed.   
This recent experience raises concern about the system’s capacity to absorb the 
addition of 2,218 more new enrollees per year.  It is worth noting that other “high 
population states” expanded their systems at a pace equivalent to Florida’s.  New York, 
with a similar population to Florida’s, added about 1,000 more people per year during 
roughly the same period.  Meanwhile, Ohio and Pennsylvania with far fewer people in 
population added almost as many.  Given Florida’s population it is not unreasonable to 
expect that the state can expand its service capacity at a rate comparable to other 
progressive, high population states such as New York, Ohio and Pennsylvania.  Florida 
will, however, need to do a better job than it has in managing system growth. 

Individuals Added to State Service Systems from 2001-2007 
(Table 2) 

 State Number Added Average Number  Number Added 
State Population 2001-2007 Added Per Year Per 100k Population 

Florida 18.2 million 10,064 1,458 156 
California 36.5 million 43,231 6,116 355 
New York 19.3 million 18,187 2,598 263 
Texas 23.9 million 7,889 1,127 49 
Pennsylvania 12.4 million 8,617 1,231 199 
Ohio 11.5 million 9,714 1,388 95 
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In conclusion, we have presented four specific options to illustrate how the state might serve individuals 
on the waitlist who are in need of and likely to accept services if offered at the time.  We suggest serving 
new individuals over time since serving everyone on the wait list at once presents huge challenges 
financially and administratively.   

In summary, four  options were presented to illustrate how the state might serve individuals on 
the waitlist who are in need of and likely to accept services if offered at the time.  We 
recommend serving new individuals each year, since serving everyone on the wait list at once 
presents huge challenges financially and administratively.  The various options are for serving 
individuals over time since (a) there are costs differences and (b) we cannot say for sure when 
each person on the waitlist will need services.  Not every person on the waitlist is likely to need 
services now (for instance, children might not be seeking services until graduation from school), 
but APD does not currently have data which indicates when individuals desire services.   

The four options  offer different trade-offs between numbers served and costs.  They are based 
on different standards and assumptions and listed beginning with the most conservative option: 

• Serving 190 persons per 100,000 in state population 

• Serving 190 persons per 100,000 in state population plus 2% population growth  

• Serving 250 persons per 100,000 in state population 

• Serving 250 persons per 100,000 in state population plus 2% population growth 

Other options exist.  For instance, policymakers could choose any service use target and growth 
figure.  Each offers a different trade-off between the cost of serving individuals and the 
likelihood that people requiring services will not be served.  For instance, of the options 
presented in this report, serving 190 persons per 100,000 in state population, the most 
conservative option, will cost the least but also is most likely to leave individuals unserved who 
truly need services.  Serving 250 persons per 100,000 in state population plus 2% population 
growth will cost the most but will have the greatest likelihood of serving those on the waitlist with 
present needs in ten years.  Still, it offers no guarantee that all those from the waitlist in strong 
need of services will be served in ten years. 

These options offer a starting point for plans to serve the wait list over time.  As APD collects 
more information about the wait list, it may be possible to develop more specific scenarios for 
how the wait list might be served and what the cost might be. 
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Technical Note 

The service demand projections contained in this section start at the current base of “satisfied demand” 
(people who are presently receiving services) and “expressed but unmet demand.”  In particular: 

• In 2007, a total of 34,630 people were served in the ICF/DD certified settings or were HCBS 
waiver service recipients.  These individuals are counted as “satisfied demand.” 

• Because the waitlist kept in Florida is difficult to interpret, we key our estimates of unmet or 
unsatisfied demand to the difference in 2007 between the number per 100,000 in population that 
Florida serves (i.e., 190 people per 100K) and the number it would serve per 100K if it were to 
serve the people at a level commensurate to the national average of people (i.e., 198 people per 
100K).  This results in a difference of 8 people per 100K population.  Given a state population in 
2007 of 18,199,526, this would amount to 2,126  people.  The Florida level of total service 
demand in 2007 would be 36,756 (i.e., 34,603+2,126). 

• National experience, however, suggests that when states reach about 250 people per 100,000 in 
population, most – if not all – unmet expressed demand is met.  Keying to this service use rate, 
Florida would need to serve 60 more people per 100K population.  Given a state population in 
2007 of 18,199,526, this would amount to 11,086 people.  Using this service use target, the 
Florida level of total service demand in 2007 would be 45,716 (i.e., 34,630+11,086)  

Projected service demand rates are calculated when these numbers are considered in relation to 
changes in the overall state population.  Florida is a fast growing state, but it is difficult to calculate exactly 
how fast the population will grow, given uncertainty over migration patterns.   

The numbers used in our projections are taken from the Florida Legislature’s Office of Economic and 
Demographic Research (http://edr.state.fl.us/population.htm).  For gaps in these reported projections, an 
average growth rate was taken from the last reported number and spread throughout the missing years. 

We could pin our demand projection estimates to simple population growth, and not add in any other 
factor to presume demand rates higher than population growth alone.  Projected unmet demand using the 
“no change” in the rate of demand assumption is calculated by applying the current service demand rate 
to Florida’s projected population each year and subtracting out the 34,630 individuals who currently 
receive services. 

Projections of service demand employing the 2 percent year-over-year rate of demand growth 
assumption may also be calculated by increasing the base service demand rate by 2 percent each year 
and applying the calculated rate to projected state population for the year.  

As a result, there are four analysis possibilities depending on whether we key projections to: (a)  the 198 
vs. 250 per 100K person service use rate, and (b) the “no change” vs. “plus 2%” population growth 
assumption. 

Given that experience in other states consistently shows rates of demand in excess of population growth 
alone, we elected to develop our analyses to the “Plus 2%” assumption and present two scenarios based 
on the assumption to compare the 198 per 100K and 250 per 100K options. 

Table 3 provides a detailed breakdown of the data by option.  As shown: 
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Year Plus 2% Difference

2007 18,199,526 36,035 36,756 34,630 2,126
2008 18,896,559 37,415 38,163 34,630 3,533

2009 19,115,269 37,848 38,605 34,630 3,975
2010 19,382,597 38,378 39,145 34,630 4,515

2011 19,717,454 39,041 39,821 34,630 5,191
2012 20,060,826 39,720 40,515 34,630 5,885

2013 20,393,446 40,379 41,187 34,630 6,557
2014 20,717,351 41,020 41,841 34,630 7,211

2015 21,033,028 41,645 42,478 34,630 7,848
2016 21,342,949 42,259 43,104 34,630 8,474

2017 21,649,618 42,866 43,724 34,630 9,094
2018 21,953,891 43,469 44,338 34,630 9,708

2019 22,254,455 44,064 44,945 34,630 10,315
2020 22,550,452 44,650 45,543 34,630 10,913

10,913

1,091

Year Plus 2% Difference

2007 18,199,526 45,499 45,716 34,630 11,086

2008 18,896,559 47,241 47,494 34,630 12,864
2009 19,115,269 47,788 48,051 34,630 13,421

2010 19,382,597 48,456 48,733 34,630 14,103
2011 19,717,454 49,294 49,587 34,630 14,957

2012 20,060,826 50,152 50,463 34,630 15,833
2013 20,393,446 50,984 51,311 34,630 16,681

2014 20,717,351 51,793 52,137 34,630 17,507
2015 21,033,028 52,583 52,942 34,630 18,312

2016 21,342,949 53,357 53,732 34,630 19,102
2017 21,649,618 54,124 54,514 34,630 19,884

2018 21,953,891 54,885 55,290 34,630 20,660
2019 22,254,455 55,636 56,056 34,630 21,426

2020 22,550,452 56,376 56,811 34,630 22,181
22,181

2,218

Presuming Demand Greater than Population Growth by 2%
Technical Note

(Table 3)

Average Number to Serve Each Year (2010-2020)

Estimates at 198/100k

Population
Service Util at 

198/ 100k

Number 
Served in 

2007

Number in 2020

Average Number to Serve Each Year (2010-2020)

Estimates at 250/100k

Population 
Service Util at 

250/ 100k

Number 
Served in 

2007

Number in 2020
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Action Area 6:  Reduce the Role that Large Congregate Care Facilities 
and ICFs/DD Play in the Florida Service System 
Action Step #16  Reduce the number of people served in state centers and nursing 

facilities.  
 

The substantial majority of other states have significantly reduced or eliminated their utilization 
of large state-operated facilities and nursing homes to serve individuals with developmental 
disabilities.  The Coleman Institute (2008) shows that by 2010 a total of 140 state-operated 
institutions will have closed since 1970.  This figure includes 25 facilities since 2000 and 61 
since 1995.  By the end of 2009, there will be ten states and the District of Columbia that will not 
operate very large state-operated facilities.  These states include: Alaska, Hawaii, Maine, 
Michigan, New Hampshire, New Mexico, Oregon, Rhode Island, Vermont, and West Virginia.  
Other states are approaching this standard, with eleven other states having fewer than 200 
people living in large state facilities.   

New Jersey, with a sizeable state facility census, has announced ambitious plans to sharply 
reduce the number of facility residents.  In its plan entitled Path to Progress (New Jersey 
Department of Human Services, Division of Developmental Disabilities Olmstead Plan, May 
2007), New Jersey announced that it intends to reduce the census of its developmental centers 
by 1,850 people over the next eight years.  During this period, the census at its centers will drop 
from about 3,000 to 1,200 people by 2015.   

In this same vein, Massachusetts has developed a plan to close 4 out of the remaining 6 state 
run facilities.  The state plans to phase the closing in over the next few years, but will work with 
providers and stakeholders to transition residents out of the institutions and into the community.  
The state anticipates that more than 300 residents will transition to the community and around 
150 will transfer to the two remaining facilities.  The first institution is slated to be closed in July 
2010. 

There are several reasons why large public facilities are playing a diminishing role in 
developmental disabilities service systems.  Community service systems have improved 
capabilities to support people with challenging medical and behavioral conditions.  Large 
facilities also are extremely costly to operate, averaging $176,000 per resident per year 
nationwide in 2007.  In many states, such facilities continue to encounter serious problems in 
meeting federal quality of care requirements.  Compliance with federal ICF/MR requirements is 
an ongoing source of increased operating costs in such facilities.  In some states, the role of 
state-operated facilities is shifting to furnishing high intensity, short-term services to small 
population segments (e.g., individuals who have clinically complex conditions and/or require 
forensic services).  The role of large state-operated facilities in providing long-term residential 
services has been substantially reduced in most states. 

State facilities continue to operate in many states in part because of the shortcomings in the 
capabilities of community service systems, especially the capacity to serve individuals requiring 
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extensive behavioral supports or those with complex, chronic medical needs.  It is clear, 
however, that both political and economic considerations also figure into the equation. 

Over the past 30 years, Florida has followed the national trend, though the bulk of the state’s 
effort to de-emphasize the use of state run institutions occurred between 1977-1996.  Since 
then, the number of people residing in institutions has fluctuated between about 1,400 and 
1,186 residents in 2007.    

The state has closed four facilities, the first in 1983 (Sunland Training Center).  In addition, the 
closure of Landmark Center in Miami-Dade County in 2005 and the planned closure of Gulf 
Coast Center by 2010 are part of the state’s 1998 settlement agreement in the federal Brown v. 
Bush lawsuit.  Among other provisions, the Agreement calls for community placements for about 
280 residents.  In FY 2007-08, 55 people were relocated to community residences based on the 
settlement.22 

In 2007 institutional residents constituted roughly 8 percent of APD’s total service population, or 
approximately the national average for all states.  Of further concern, as noted previously, the 
state has had an increase in the population of individuals with developmental disabilities 
residing in nursing facilities. The number has risen from 191 in 2000 to 293 in 2007, a 53 
percent increase. 

In response, Florida policymakers should take two actions: 

1. Florida policy makers should close all its state-run MR/DD institutions by 2020.   

By 2020, Florida can largely, if not completely, eliminate the use of large, state-operated 
residential facilities by responsibly relocating individuals into community settings over the 
next ten years.   

As shown earlier, the per diem rates for individuals residing in state-run institutions 
within the state have been continually growing.  As of 2007, the average annual cost of 
supporting an individual in one of these facilities was $130,305. Despite past census 
reductions, the Florida state-run institutions continue to command a significant share of 
state spending on behalf of people with developmental disabilities.   

The per person cost of supporting people in the state institutions has increased two and 
a half times since 1989.  The trend will likely continue as it has over the past many 
years, in part due to inflation but also to maintain compliance with federal requirements.   

                                                            
22  http://apd.myflorida.com/news/docs/2007-2008-quarterly-report-2.doc. 
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As shown by Chart 2, 
Florida should reduce its 
institutional population by 
119 individuals per year.  
This level of census 
reduction will likely result in 
higher per diem costs at  
the state institutions as 
fixed overhead costs are 
spread over fewer and 
fewer residents.  At some 
point, the cost per person 
rises to level that is difficult 
to justify, pushing policy 
makers to press forward 
with resident relocation 
plans and/or to consolidate still operating facilities. In addition, other dollars will be 
needed to ensure that appropriate community services are developed for residents being 
placed out of such facilities.   

During the period that the state institution population is being reduced, the amount of 
dollars that would become available for reinvestment due to downsizing is likely to be 
modest.  The faster the pace of downsizing, however, the less overall transition cost 
there will be.   

Florida should also define more precisely the role that the state institutions will play 
during the phase-down process.  We understand that presently, the state centers serve 
many individuals with extraordinary behavioral challenges, including several whose 
integration into the community could pose a danger to themselves and/or the 
surrounding community.   

In response, state centers might concentrate on serving well-defined target populations, 
such as the forensic population, and play an increasingly diminished role in furnishing 
long-term residential services.  For example, the residual facilities in Michigan and 
Minnesota (as well as some other states) are largely devoted to providing short-stay 
services for people with very challenging behaviors, including individuals who have been 
diverted from the criminal justice system.  Still, with careful planning and ample 
investment states have found ways to serve such difficult individuals within the 
community (e.g., OR, AZ, VT).  To phase out all its institutions, Florida will need to do 
the same. 

2. Florida policy makers should investigate the circumstance under which 
individuals with developmental disabilities are placed in nursing homes and re-
locate individuals to more integrated community settings when warranted by their 
support needs.   
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Members of the Strategic Path Work Group were concerned about the steady increase 
in nursing home admissions involving individuals with developmental disabilities.  After 
discussion, however, the group could not explain the reasons for this phenomenon.   

We understand that APD has no responsibility for placing individuals into nursing homes 
and cannot block such placement, if the individual meets the eligibility and level of care 
requirement for that setting and chooses this option.  APD staff may counsel families, 
guardians and individuals to try and divert nursing home placement, but cannot prevent 
or reverse such decisions.  Further, individuals applying for nursing home admission are 
subject to assessment (i.e., through CARES) and screening (i.e., through PASRR).   

Still, even though proper protocol is followed, there is concern that individuals are placed 
into nursing homes when their needs can be more appropriately addressed within less 
restrictive community alternatives.  Members of the Work Group noted that given recent 
funding reductions and/or the absence of other residential alternatives, families may be 
increasingly turning to nursing homes as a placement option. 

In this context, APD should thoroughly investigate the rationale for such placements, 
with an eye toward determining: (a) what might be done to encourage choice of 
alternative community living arrangements, and (b) if any individuals living in nursing 
homes would be more appropriately served in less restrictive community settings and 
want to re-locate.  If so, APD might be able to act, in some number of instances, to help 
these individuals re-locate.  No individual with developmental disabilities should be 
forced to reside in a nursing facility simply because of an absence of appropriate 
alternative community living options.   

In this regard, it is essential for the state to do what it can to prevent inappropriate 
nursing facility admissions involving individuals with developmental disabilities.  Working 
with individuals, families, support coordinators and others, APD should seek to identify 
and divert any prospective inappropriate nursing home placements.   

The transition of individuals from state institutions or nursing homes to the community should be 
carried out in accordance with the following best practices: 

• Full-featured person-centered planning to identify the best mix of community services to 
support the person in the community.  Person-centered planning should include support 
coordinators, family members and others who know the individual well; 

• Management of the planning/transition process by a team of state personnel who are 
intimately familiar with community services; 

• Invest in a strong and dynamic community infrastructure; 

• Place individuals only in community living arrangements that meet the most integrated 
setting benchmark; 

• Free and informed choice by the individual of the provider agency that will furnish 
her/him services and supports in the community; and, 
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• Intensive monitoring of community placements for at least the first twelve months 
following the institutional discharge. 

The experiences of other states in managing the community placement process should be 
drawn upon in mapping out a strategy for downsizing the census of state institutions or nursing 
facilities in Florida. The steps being taken in New Jersey to reduce systematically the number of 
people served in its seven state developmental centers as part of the state’s Olmstead initiative 
offers a particularly apt example of how to integrate the above principles into a coherent, long-
range strategy for reducing a state’s reliance on large, multi-purpose state institutions.  

Community placements will be more durable and stable to the extent that they are individualized 
and planned carefully.  As Florida pursues this goal, however, it will encounter problems unless 
the state concurrently addresses the major problems that affect community services.  Unless 
these problems are addressed effectively, there will be continuing pressures to admit people to 
the state institutions and nursing facilities. 

Action Step #17  Adopt policies to help individuals, if they choose, transition from 
ICFs/DD services to HCBS funded alternatives.  

 

In most states. ICFs/DD constitute a distinct funding/service “silo.”  Once a person is placed in 
an ICF/DD, it is difficult to secure an alternative living arrangement for the individual.  ICF/DD 
funding is not easily portable and cannot follow the person into a HCBS waiver program.   

In response to consumer demands and legal challenges, however, states are taking steps to 
transition individuals, if they choose, from ICFs/DD to settings in the community funded through 
a HCBS waiver.  We note, however, that when individuals relocate, the beds they vacate are not 
taken off-line.  They may be re-filled as long as an eligible person comes forward and seeks 
ICF/DD services.  In this way, even as individuals transition from ICF/DD services to HCBS, 
ICFs/DD may maintain their census. 

In this regard, in Florida, a 1999 court settlement (Cramer v. Bush) identified a class of 2,096 
people living in private ICFs/DD.  The settlement indicated that any of the individuals could, 
depending on their choice, continue residence in an ICF/DD or request relocation to an 
alternative service funded by the HCBS waiver.  At the time of the settlement 52 people said 
that they wanted HCBS and 97 indicated the possibility of wanting to leave their ICF/DD.  
Assessments and placements for the 52 individuals began in June, 1999 and was scheduled to 
be completed six months later. The remaining 97 individuals received “Choice Counseling” 
regarding their options.  Relocation for these individuals, if so decided, was scheduled by July, 
2000.   

More recently, in Illinois, advocates filed a lawsuit (Ligas v. Maram) claiming that the State of 
Illinois is violating the Americans with Disabilities Act (ADA) by not accommodating ICF/DD 
residents who would prefer to be supported in more integrated living arrangements.  The state 
and plaintiffs sought a settlement requiring state, over time, to offer any individual living in a 
community ICF/DD the opportunity to relocate to an alternative community setting.  The court, 



Action Area 6 

A Strategic Path Forward – Action Steps  66 

however, decided not to approve the settlement and further, reversing a previous decision, 
rejected the class action status of those residing in ICFs/DD.  The plaintiffs in the case are 
considering further legal actions. 

Likewise, in the recent settlement of the Martin v. Strickland lawsuit, the State of Ohio agreed to 
accommodate ICF/DD residents who wish to move to more integrated community settings.  
Over the past three years, Wisconsin has taken steps to accommodate non-state ICF/DD 
residents who are desirous of living in more integrated community settings.  Louisiana also is 
working with the operators of large, private ICF/DD to transition residents to in smaller 
community settings funded through a new HCBS waiver program.  

In 2007 Florida served 2,019 people in 87 non-state, privately run, community ICFs/DD.  Forty-
seven of these facilities, or 54 percent,of these facilities were licensed to serve 16 or more 
residents. In fact, 1,770 of the 2,019 ICF/DD residents, or 88 percent, were being served reside 
in these large facilities.  Moreover, the average annual cost to serve individuals in community 
ICFs/DD in Florida was $86,027 per person. 

In the Deficit Reduction Act of 2005, Congress – at the urging of the Bush Administration – set 
aside $1.75 billion in “Money Follows the Person” (MFP) funding over a five-year period to 
assist states in accelerating the transition of people from long-term care institutions to more 
integrated community settings.  This funding offers states enhanced federal matching funds to 
transition institutional residents to the community.  

Though Florida has been interested in securing an MFP grant award, it has not yet succeeded.  
Florida should certainly continue efforts to secure MFP funding.  One aspect of the MFP 
approach worth noting is that it allows states to promote self-directed services and individual 
budgets.  Florida has experience with these potential MFP elements since it was one of four 
original states to operate a national Cash and Counseling Demonstration project in the late 
1990s.  Further, the state received federal approval in 2003 to operate an Independence Plus 
waiver program serving former participants with developmental disabilities in the Cash and 
Counseling demonstration projects.  This waiver program offers participants (including the legal 
guardians of participants) significant “consumer-directed” service options, while promoting 
community integration and independent living.  Building on this framework, Florida should 
consider developing its own “Money Follows the Person” initiative focused on individuals who 
want to transition from an ICF/DD to an alternative community living arrangement funded 
through one of the state’s HCBS waiver programs. It should be pointed that federal policy now 
permits states to reserve waiver “slots” for individuals transitioning out of institutions, thus 
making it easier for states to manage a deinstitutionalization initiative.   

The Centers for Medicaid and Medicare (CMS) have established a list of eleven elements in a 
system allowing money to follow the person.  Below is a list of eight of these elements that are 
important for Florida to consider as it frames a MFP proposal to transition residents out of 
ICFs/DD.  

Element 1: Trusted, Visible, and Reliable System for Accessing Information and 
Services.  Long- term care systems must be easily recognized and accessible when an 
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individual needs information, assistance, and help in selecting a long-term support option. 
Once the individual makes an informed choice, clear pathways from the application to 
implementation are needed.   

Element 2: Screening, Identifying, and Assessing Individuals Who Are Candidates for 
Transitioning to the Community.  Systems to screen individuals who are likely to 
successfully transition to the community are critical. The screening tool should include such 
factors as the consumers’ preferences, functional status, and length of time in the facility, 
estimated cost of a community care plan, and potential availability of community supports, 
such as informal support givers and formal health, housing and transportation services. 

Element 3: Mechanisms for Flexible Financing.  Flexible financing is an important key to 
balancing state long-term support systems. Financing strategies can be designed to support 
choice and create balance while bridging the differences between Medicaid State plan and 
HCBS waiver programs.  We note that global budget strategies (sometimes called pooled 
financing) and budget transfer strategies can allow “money to follow the person.” 

Element 4: Available and Accessible Supportive Services.  To transition individuals to 
the community from an institution, there may be many one time “transition costs” needed 
throughout the first year following placement. Transition Services are covered services 
under the Section 1915(c) and Section 1115 waivers.  

Element 5. Community Workforce.  Quality of care, and at a broader level a well balanced 
system, requires an available and trained workforce, including direct care workers and 
informal caregivers.   

Element 6: Self-Directed Services.  Self-direction of Medicaid services means that the 
participant (or his/her representative) has the decision making authority over some or all of 
his/her services and takes responsibility for assuming a direct role in managing them, with 
the assistance of needed supports. Self-direction is an alternative to provider management 
of services wherein a service provider has the responsibility for managing all aspects of 
service delivery in accordance with a person-centered planning process. 

Element 7: Transition Coordinators.  Moving to the community requires coordination and 
timing to ensure that all the supports and services are in place. Important tasks include: 
establishing Medicaid financial eligibility in the community, establishing functional eligibility 
for HCBS waiver services, identifying State Plan or other services, coordinating the array of 
services and providers that will be needed on, or shortly after, the move; and arranging the 
time sensitive transition services that are needed in order for the consumer to move. In 
some instances, case managers may deliver these services. If these service capabilities are 
not in place, the state must develop them. 

Element 8. Interagency and Public/Private Collaboration. For the state to maximize the 
success of its MFP effort, it is critical to enlist the support of, and collaboration with, other 
agencies, private entities, consumer and advocacy organizations, and the institutional 
provider community.  Successful collaboration was demonstrated by a number of states 
awarded Nursing Facility Transition (NFT) Grants in 2001 and 2002.  
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It is important to acknowledge that strong action to relocate individuals from ICFs/DD to HCBS 
waiver options has budgetary ramifications.  People who leave ICFs/DD may, in some 
instances, be replaced by other individuals.  Few new service recipients, however, are likely to 
elect to live in a large, congregate care ICF/DD.  Some community service providers, however, 
may choose to discontinue ICF/DD services in favor of offering HCBS services exclusively.  Still, 
there is a chance that there may be no reduction in ICF/DD expenditures and HCBS waiver 
funding would have to be increased to accommodate individuals who elect to transition to other 
alternatives.     

It is difficult to predict how many individuals might avail themselves of the opportunities afforded 
by the enactment of an MFP initiative.  A conservative estimate is that about 5 percent of the 
3,205 ICF/DD residents in 2007, totaling 160 people, might seek to transition to alternative 
community living arrangements over a multi-year period. 

To estimate the cost, it may be more applicable to apply the national average cost per person of 
$40,467 for HCBS in 2007.  This is because the average cost in Florida in 2007 of $28,912 per 
person was largely driven by a less costly in-home support model.  Using the national average, 
at least $6.5 million in additional waiver dollars would be necessary to accommodate the 
transition of 160 individuals.  Given the state’s present Medicaid match ratio (55.4 percent), the 
transition would run $2.9 million in state funds23. The amount, however, may be more given the 
tendency for some of these individuals with disabilities to have extraordinary service needs. The 
result could be higher per person waiver costs. 

To avoid having individuals who want to transition from community ICFs/DD to compete for 
scarce HCBS waiver openings, Florida should set aside or reserve waiver slots to 
accommodate such individuals.  Florida should also provide additional funding to its agencies to 
facilitate the transition of individuals from ICFs/DD to alternative community living arrangements. 

                                                            
23 As stated previously, due to the American Recovery and Reinvestment Act of 2009, the new FMAP rate for the 

state would be 67.7 percent compared to 55.4 percent noted previously.  This would allow the state to offer 
alternative services to these individuals while expending fewer state dollars.  For more information, visit: 
http://frwebgate.access.gpo.gov/cgi-bin/getdoc.cgi?dbname=111_cong_bills&docid=f:h1enr.pdf 
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Implementation Sequence 
he Strategic Path lays out a complex, intertwined action agenda for system restructuring 
in Florida.  System restructuring is an exciting opportunity for a state to commit itself to 
achieving excellence in service system performance.  Restructuring also sparks major 

concerns about its potential impact on people with developmental disabilities, families, 
committed professionals, and other stakeholders.  These concerns are entirely legitimate, and if 
not addressed can fuel resistance to system restructuring.  In addition, experience shows24 that 
systems managers seeking to make change can inadvertently make matters worse by: 

• Failing to articulate and communicate a clear, unambiguous vision of the future that 
appeals to most key stakeholders, and to take consistent policy action that advances the 
vision; 

• Failing to establish a strong sense of urgency around the restructuring effort that 
illustrates the consequences of inaction and the benefits of taking action; 

• Failing to engage stakeholders in the restructuring effort and forging a coalition backing 
system change; 

• Failing to remove policy, financing, or other structural barriers that may impede system 
restructuring;  

• Failing to plan systematically for restructuring and implementing the plan step by step, 
building short-term successes along the way; and  

• Failing to anchor the restructuring in organizational cultures within agencies across the 
state and to encourage learning communities among stakeholders to support the effort. 

Most obviously, a successful restructuring strategy involves purposeful action to avoid pitfalls 
such as these.  In fact, several of the Action Steps presented earlier take these potential 
hazards into account.  Steps may promote, for example, collaborative problem solving, remove 
policy barriers or improve systems infrastructure.  Such action will inevitably improve service 
delivery, help build confidence in the community system, and fuel momentum among 
stakeholders for additional change. 

Aside from implementing the specific steps contained in the Strategic Path, however, APD and 
other stakeholders can improve its chances for success by: 

1. Launching the restructuring effort with Executive and Legislative branch 
sponsorship and implementing the restructuring process through a collaborative 
process.  The success of system restructuring will hinge on enlisting the collaboration of 
several stakeholders and constituencies from the start and sustaining their engagement 

                                                            
24   Kotter, John (1998).  Leading change: Why transformation efforts fail.  Harvard Business Review (March-April) 

Reprint No. 95204. 
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throughout.  In this context, because system restructuring has both fiscal and legislative 
implications, policy makers must also be actively involved in the restructuring process. 

We strongly recommend that restructuring be launched by enlisting Executive and 
Legislative branch sponsorship.  A Strategic Path Restructuring Steering Committee 
should be appointed in advance. This group should include leaders with decision-making 
authority.  Care should be taken, however, to ensure that the Committee is composed of 
participants who are committed to achieving the objectives set forth in the Strategic Path, 
and that the Committee process is not is used to forestall needed action.  Instead, the 
Steering Committee should be charged with helping state officials to move forward by 
working out implementation details and generating support for planned system changes.  
To ease the way, this Steering Committee should have its own budget to defray meeting 
and other expenses and support the meaningful participation of people with disabilities 
and their family members.  The Steering Committee should have ongoing, independent 
staff support during the duration of the restructuring period and should be required to 
prepare periodic reports on its activities. These reports should be widely disseminated 
across constituencies. 

2. Engaging people with developmental disabilities,-- the primary constituents of the 
system -- in the restructuring effort.  People with developmental disabilities 
themselves represent a primary, albeit too often neglected, stakeholder that must also be 
effectively engaged.  Frequently, the opinions of these individuals are not taken into 
account when policies and practices are formulated.   

Action Steps 2-6 are designed to help counter this tendency.  These steps recommend 
training for self-advocates throughout the state, but also opportunities to help individuals 
translate such training into collective opinions, common causes, and actions to improve 
services. Toward this end, APD should involve its designated staff person with 
developmental disabilities in providing continual input into Agency policy decisions.  APD 
should also encourage service providers to include self-
advocates on their boards of directors and advisory 
panels, and direct funds annually toward training self-
advocates and helping them to organize more effectively 
and convey their collective views regarding state and 
local policies and practices.  Activities such as these 
should commence quickly to ensure that self-advocates 
can participate effectively as these Action Steps are 
initiated. 

As policy makers and others discuss approaches to implementing these Action Steps, 
self-advocates must be brought into the process from the beginning. 

3. Establishing an unambiguous action-bias that is consistent with the restructuring 
effort.  Resistance from various sources can be accounted for and addressed before or 
during the transformation process.  Still, regardless of the steps taken, some may object 
to the planned changes.  Their objections should be dealt with respectfully but should not 

…  as policy makers and 
others further discuss 
implementation of these 
Action Steps, self-
advocates must be 
brought into the process 
from the beginning. 
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be allowed to divert or stall the system change process.  Once APD commits to 
restructuring, it must ensure that the actions it takes promote the restructuring effort.  
There may be instances where APD must act in ways that are inconsistent with its plan 
commitments.  Such decisions, however, should be carefully considered and increasingly 
rejected in favor of those that support restructuring.  By doing so, a clear and 
unambiguous path for restructuring can emerge and an action-
bias for change can take hold. 

Overall, the implementation of each action step will require a 
considerable number of follow-up activities and more detailed 
planning.  With guidance and oversight provided by a Strategic Path 
Restructuring Steering Committee, implementation will proceed more 
smoothly if it is conducted as a collaborative enterprise among 
constituencies that stresses full transparency and one where APD routinely takes action 
consistent with the restructuring. 

In the previous section, 17 Action Steps were identified, several of which contain sub-steps. 
These 17 major steps are shown below along a ten year timeline so that they can be seen in 
total and in relation to one another.  As illustrated by the accompanying graphic, there is much 
to do.   Among the common elements of the recommended actions is a commitment from APD 
and other stakeholders to: 

• Prevent any additional budget reductions to the service system; 

• Invest in self-advocacy; 

• Promote partnerships among individuals, families, public agencies and various other 
community serving organizations or businesses;  

• Strengthen the existing mainstay HCBS system, including increased funding, and 
improvements to the system infrastructure; 

• Expand community service capacity to address the needs of those waiting for services; 

• Reduce the role that large congregate care facilitites and ICFs/DD play in Florida’s 
service system. 

A review of the recommended steps also reveals three types of actions that are needed: 

• Discrete significant actions that are planned, implemented and completed within a fixed 
time period.  Examples include: 

 Adjusting the current tiered waiver structure; 

 Avoiding  further service reductions this year; 

 Creating a method of establishing individual budget allocations; and  

 Closing existing state run institutions. 

• Actions that develop a sound platform to work from, but lead to other larger actions.  
Examples include: 

the Strategic Path 
identifies major 
action steps, but it 
is not a detailed 
implementation 
plan.   
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 Providing direct funding from APD to fund self-advocacy training; 

 Creating consistent support coordination standards; 

 Establishing a platform that allows individuals and families to collaborate through 
formal peer connection networks or human service cooperatives; 

 Developing incentives within an MFP framework for providers to abandon the 
ICFs/DD service delivery framework in favor of services furnished through HCBS 
waiver programs; and  

 Conducting a study of reimbursement rates for community services. 

• Significant actions that endure, and must be undertaken year to year.  Two primary 
examples include: 

 Starting in 2010 and each year thereafter through 2020, adding 2,218 more 
participants to the HCBS waiver rolls; and  

 Reducing the number of people served in the state institutions year-by-year.   

The scope of the task at hand, and its associated costs, may appear daunting to some.   
Significant concrete actions must be taken and coupled with actions that create a favorable 
context for change.  In turn, these actions will allow the state to move forward, while building 
capacity to develop a more sustainable community system. 
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Action 
Area 

Action Step 

2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 

0    6    
12 

18     
24 

30     
36 

42     
48 

54     
60 

66     
72 

78     
84 

90     
96 

102 
108 

114 
120 126 132 

 1. Avoid further funding cuts to 
services 

2. Establish greater flexibility 
within the Tier waivers 

 

          

 
3. Invest in trainings for self-

advocates  
4. Invest in a statewide self-

advocacy organization  
5. Increase the role of self-

advocates in shaping policy 
6. Enhance role of  the APD 

self-advocate liaison  

 

          

 7. Promote mutual support and 
association among families 
and self-advocates 

8. Promote collaboration 
among public agencies 

 

          

 
9. Develop an assessment 

driven means for allocating 
resources 

10. Strengthen means to 
address needs of people 
with complex needs 

11. Improve conditions for 
community workers 

12. Improve service coordination 
network 

 

          

 
13.  Explore potential need for 

out-of-home residential 
alternatives. 

14. Develop means to track and 
project service demand 

15. Enroll additional individuals 
each year from 2010-2020 in 
HCBS waivers 

 

          

 
16. Reduce number of people 

served in state centers and 
nursing facilities 

17. Adopt policies to help 
individuals transition from  
ICFs/DD to HCBS 
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Concluding Remarks 

ver the past 10 years Florida has made significant strides in building capacity within its 
community developmental disability service delivery system. Currently, about 72 
percent of individuals receiving paid services through APD live at home with a family 

member.   

The state, however, now faces difficult policy choices 
regarding the way in which it responds to the needs of its 
citizens with developmental disabilities.  The choices are 
compounded  by recent service reductions, chronic under-
funding, a stressed community service system with a weak 
infrastructure, a growing service waitlist, changing 
expectations among people with developmental disabilities 
and their families, concerns over the performance of the 
present system, workforce shortages, and other factors.  
Florida is at a crossroad.  What might Florida do to address the needs of its citizens with 
developmental disabilities most efficiently and effectively?   

Clearly, present fiscal and policy trends in Florida cannot  be allowed to continue if the goal is to 
address the daunting list of challenges outlined above.  Florida must make changes in its 
present response to the needs of its citizens with developmental disabilities.  Yet change, after 
all, requires that policy choices be made.  

To guide the way, in the first of two reports compiled for this effort, we reviewed present 
Planning Context and compared the state’s performance against three benchmarks.  We 
concluded that: 

• Given its overall population, Florida approaches the national average regarding the 
number of people served, but still has a significant waitlist.  Further, the current means of 
compiling waitlist information are inadequate for forecasting purposes. 

• Since 2001, Florida has reshaped its developmental disabilities service system by 
increasing its reliance on “in-home” supports where individuals receive services while 
living with a family member. However, the state has failed to develop an adequate 
infrastructure to support the delivery of such services.  Regarding out-of-home services, 
the state relies more on smaller community residences than on ICFs/DD options, though 
more can be done to phase out institutional and other congregate care services.  

• Florida’s Medicaid spending for developmental disability services lags significantly 
behind the national average despite noteworthy funding increases over the past ten 

O 
Clearly, present fiscal and 
policy trends in Florida 
cannot suffice.  Florida must 
make changes in its present 
response to the needs of its 
citizens with developmental 
disabilities.  Yet change, after 
all, imposes choices in policy. 
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years. More recently, reductions within HCBS services have undercut further the 
system’s capacity to provide quality community services. 

This analysis regarding Florida’s current system suggests the following observation:   

Though Florida has worked to build a community centered system, the 
state’s present fiscal effort and the way in which available funds are 
deployed does not position the state well to address the present and 

future needs of its citizens with developmental disabilities. 

In response, state leaders must decide what to do.  Three fundamental policy options are 
available:  

1. Do nothing.  Keeping the current investment patterns and service array in place will most 
likely result in more of the same -- i.e., continued inefficient use of resources, a 
community system that is unable to meet current and future service demand and 
growing waiting list for services. 

2. Increase funding to restore service reductions and address the waitlist.  This approach 
will help ease the stress felt by many individuals and families and expand system 
capacity.  However, it would perpetuate present inefficiencies and shortcomings within 
the system.   

3. Increase funding significantly to address several systemic shortcomings simultaneously.  
This is the most forward-looking option.  It provides a pathway toward increased 
efficiency within the system while furnishing needed funds to strengthen the community 
system and address unmet service demand.  Further, it would place the state on a firmer 
footing in developing a system that can better address present needs while developing a 
sustainable system.  

The Action Steps presented earlier are tied to the third option, and more generally to the 
following plainly stated vision: 

People with developmental disabilities live 
self-directed lives in the community. 

Based on this vision, the 17 Action Steps proposed fall within these six areas: 

Action Area 1: Take steps in the short term to avoid further funding reductions and begin to 
shore up the existing system. 

Action Area 2:  Promote self-direction among people with developmental disabilities in the 
areas of personal decision making and in playing collective leadership roles in helping to 
set policy. 

Action Area 3:  Promote partnerships among service recipients, family members and 
community serving organizations, as well as among public agencies.   
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Action Area 4:  Strengthen the infrastructure to support the community service delivery 
system. 

Action Area 5:  Expand system capacity so that by 2020 all people who have emergency or 
critical needs will be served with reasonable promptness.   

Action Area 6:  Expand support for people to live in the most integrated setting appropriate 
to their needs by reducing further the role of large congregate care facilities and 
ICFs/DD within the Florida service system.  

These actions provide state leaders with definitive direction for addressing the challenges faced 
by the Florida developmental disability service system.  The scope of the task at hand, and its 
associated costs, may appear daunting to some.  By enacting the proposed steps, however, 
Florida will increase system capacity, improve efficiency, and enhance the quality of life of 
thousands of Floridians with developmental disabilities and their families.  

People with developmental disabilities nationally argue strongly for support systems that look 
decidedly different than the current service system in Florida.  As articulated in the Alliance for 
Full Participation Action Agenda (Alliance for Full Participation, 2005):  

“We [people with disabilities] do not belong in segregated institutions, sheltered 
workshops, special schools or nursing homes.  Those places must close, to be 
replaced by houses, apartments and condos in regular neighborhoods, and 
neighborhood schools that have the tools they need to include us.  We can all live, 
work and learn in the community.” 

There is no reason to believe that people with developmental disabilities in Florida will settle for 
anything less. 


