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I. INTRODUCTION  

The aging of the U.S. population has heightened interest in designing efficient and effective 
systems for delivering health and related long term support services for older people, people 
with disabilities and their caregivers.  The Aging and Disability Resource Center (ADRC) grant 
program was created to improve services for these groups through development of streamlined, 
integrated and accessible long term care services and benefits.  The ADRC program, which is 
jointly sponsored by the federal Administration on Aging (AoA) and the Centers for Medicare 
and Medicaid Services (CMS), has awarded ADRC grants to 43 states since the program’s 
inception in 2003.   

ADRC grantees must serve the elderly population and at least one of the following target 
groups by the first quarter of the second year: (a) individuals with physical disabilities; (b) 
individuals with serious mental illness; or (c) individuals with mental retardation and/or 
developmental disabilities (MR/DD).  Although most ADRC grantees have experience serving 
elderly adults with disabilities (e.g., through Medicaid waivers or state-funded programs), there 
often exist separate, specialized information and referral (I&R) and LTC service systems for 
people with MR/DD.   In many states, service and support systems for these populations and 
their caregivers are fragmented, administered by multiple agencies and funded by disparate 
federal and state entities.    

This, the second in a series of issue briefs intended to assist ADRCs understand the long term 
service and support needs of individuals with disabilities, focuses on supporting individuals 
with MR/DD.  Information in this brief is organized into the following sections: 

• Section II – Developmental disabilities and mental retardation; prevalence rates and future 
trends; 

• Section III - Service systems and barriers to service delivery;   

• Section IV- Differing perspectives, needs and viewpoints; 

• Section V- Fragmentation, streamlining systems, and leveraging resources; 

• Section VI- Involving adults with MR/DD in ADRC initiatives; 

• Section VII- Health, functional and caregiver support needs of the MR/DD population; and 

• Section VIII – Information and service needs; new models of support. 
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II. DEVELOPMENTAL DISABILITIES AND MENTAL RETARDATION: THE 
POPULATIONS, PREVALENCE RATES, FUTURE TRENDS 

The definitions of mental retardation (MR) and developmental disabilities (DD) vary widely 
depending on the context in which the terms are used.  For example, the federal and state 
statutory definitions of these terms may differ from each other, and definitions may vary even 
in different sections of legal codes that impact people with disabilities.  Disability advocacy 
groups, associations or other organizations often define MR and DD differently.   

In this issue brief, the term MR/DD is used to denote persons with MR and/or a DD, 
recognizing that MR and DD are not interchangeable terms nor are they mutually exclusive 
categories.  Not all people with DD have MR, for example.  In this brief, the term MR/DD is 
used because it is consistent with terminology used in the Medicaid statutes and regulations 
and is common in literature used throughout the LTC system references, descriptive material 
and resource documents cited in this brief.  The authors note that the term “intellectual 
disability” is being used with increased frequency to describe people with mental retardation.  

Developmental disabilities are broadly defined as life-limiting conditions that have an onset 
prior to age twenty-two.   They are characterized by either a mental, physical and/or 
neurological impairment and include a diverse group of chronic conditions with a wide range 
of severity such as autism spectrum disorders, cerebral palsy, spina bifida, epilepsy, hearing 
loss, vision impairment, and attention deficit disorder, among other conditions.   According the 
Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition (DSM-IV-TR), DD or 
Pervasive Developmental Disorders (PDD) are characterized by severe and pervasive 
impairment in several areas of development, including social interaction skills; communication 
skills; or the presence of stereotyped behavior, interests, and activities.1   

Mental retardation is characterized by a person’s intellectual capacity and/or adaptive 
behavior.   Some definitions rely on Intelligence Quotient (IQ) scores alone to classify 
individuals as having MR, some only use adaptive behaviors for classification, and others 
include both IQ scores and measures of adaptive skills2.   Levels of severity – mild, moderate, 
severe or profound - are sometimes used to describe mental retardation, but these terms are also 
not consistently defined. 

The American Association on Mental Retardation (AAMR) defines MR as a disability that 
occurs before age 18 and is characterized by significant limitation both in intellectual and 
adaptive behavior functioning.   In this definition, intellectual limitations refer to an IQ score 
below 70, and adaptive functioning limitations refer to impairments in at least two out of ten 
skill areas.3  MR is also defined in the DSM-IV-TR.  Similar to the AAMR definition, the DSM-
IV-TR has three diagnostic criteria for MR, which includes sub-average intellectual functioning, 
impairments in adaptive functioning and onset before age 18.  

                                                      
1  American Psychological Association (2000). Diagnostic and Statistical Manual of Mental Disorders, Fourth 

Edition Test Revision (DSM-IV-TR). Washington, D.C. 
2  Horwitz, S., Kerker, B., Owens, P., Zigler, E. The Health Status and Needs of Individuals with Mental 

Retardation. Department of Epidemiology and Public Health, Yale University School of Medicine, 2000 Sep.  
3  Luckasson, R., Borthwick-Duffy, S., Buntinx, W.H.E., Coulter, D.L., Craig, E.M., Schalock, R.L., Snell, M.E., 

Spitalnik, D.M., Spreat, S., & Tasse, M.J. (2002) Mental retardation: Definition, classification, and system of 
supports. Washington, D.C.: American Association of Mental Retardation. 
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Different definitions of disability, including MR and DD, exist under federal law as well.  For 
example,  

• The Americans with Disabilities Act (ADA, 1990, P.L. 101-336) defines a “person with a 
disability” as an individual who has a physical or mental impairment that substantially 
limits one or more major activities, has a history or record of such impairment, or is 
perceived by others as having an impairment.  Under the ADA a “mental impairment” is 
defined broadly as “Any mental or psychological disorder, such as mental retardation, 
organic brain syndrome, emotional or mental illness, and specific learning disabilities.”4    

• The Developmental Disabilities Assistance and Bill of Rights Act (The DD Act, P.L. 106-402, 
2000), defines DD as “a severe, chronic disability that (a) is attributable to a mental or 
physical impairment or combination of mental and physical impairments; (b) is manifested 
before the individual attains age 22; (c) is likely to continue indefinitely; and (d) results in 
substantial functional limitations in 3 or more … major life activity [ies] ….”  

• Under Supplementary Security Income (SSI) and Social Security Disability Insurance (SSDI), 
the two major federal disability income programs, eligibility determinations are based on 
functional criteria in which disability is defined and categorized by limitations in major life 
activities such as self-care, receptive and expressive language and learning.   

• The Rehabilitation Act of 1973 (29 U.S.C., Ch. 16, § 705, 2002, as amended) broadly defines 
disability as “physical or mental impairment that constitutes or results in a substantial 
impediment to employment.”   

Definitions of MR/DD also vary in state statutes and regulations.  For example, some states use 
different disability standards for assessing Medicaid eligibility, functional capacity, levels of 
care, and so forth.  The state of Washington, for example, defines developmental disabilities as a 
disability attributed to mental retardation, Cerebral Palsy, Epilepsy, Autism, or another 
neurological or other condition closely related to mental retardation or that requires treatment 
similar to that required for individuals with mental retardation, whereas other states may 
define developmental disabilities using the DD Act definition.  

Inconsistent definitions of MR/DD create challenges at the service system level as well as at the 
individual level.  At the system level, for example, inconsistently defining MR/DD may result 
in inconsistencies in eligibility determinations, benefits administration, or access to needed 
services and supports.  Inconsistent definitions of MR/DD can adversely impact how services 
are provided, reported and tracked; how and what data are collected and reported for MR/DD 
populations; and how incidence and prevalence rates are determined.   Lack of clear definitional 
guidelines place people with MR/DD at risk for “falling through the cracks” in service systems 
because at the individual level, inconsistent definitions of MR/DD may affect decisions 
regarding eligibility for services, the agencies that provide services, and treatment and support 
options.    

Prevalence of MR/DD 
 
The U.S. Census 2000 counted 49.7 million people, or 19.3 percent of the 257.2 million people 
aged 5 and older in non-institutional settings, with some type of a disability.5  Of these, 9.3 

                                                      
4   TAM I-2.2(a)(i), TAM II-2.2000, TAM III-2.2000, 28 CFR 35.104. 
5  U.S. Census Bureau; Census 2000, Summary File 3. 
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million (3.6 percent) reported having a sensory disability; 21.2 million (8.2 percent) reporting 
having a disability limiting basic physical activity; and 12.4 million (4.8 percent) having a 
condition causing difficulty learning, remembering or concentrating.  
 
There is a range of estimates regarding the numbers of people with MR/DD based on differing 
definitions, prevalence rates and populations surveyed.  The Minnesota-based Institute on 
Community Integration estimates that over 6 million people in the United States have 
developmental disabilities.6  Other researchers have estimated the numbers of people with 
MR/DD (based on a prevalence rate of 1.58 percent) to be 4.1 million7 and Braddock (2005) 
estimated the number of people with MR/DD in the U.S. to be 4.6 million.8  Table 1 presents a 
summary of these data based on estimates reported by Braddock (2005) for the general 
population and by Larson, et al (2000) for the subsets of people with MR/DD.8,7 

Table 1.  Estimates of Adult Non-Institutionalized Individuals with MR and or 
 MR/DD in the U.S. Population 

Condition 
Percent of Population 

(Larson et al, 2000) 
Estimated Number of 

Individuals* 
Mental Retardation 
 (without Developmental Disability 

26 1.2 million 

Developmental Disability 
 (without Mental Retardation) 

34 
 

1.6 million 

Mental Retardation and 
Developmental Disability 

40 1.8 million 

* n= 4.6million individuals with MR and/or DD, Braddock, 2005 
 
Future Trends  

Due to medical advances during the last 50 years, the overall life expectancy of elderly adults 
has significantly increased.  According to census data, older Americans (> 65) make up 13% of 
the population, roughly 35 million Americans of whom 33% have a disability (e.g., sensory, 
physical, mental, self-care).9  In 2002, persons reaching 65 had an average life expectancy of an 
additional 18.2 years (19.2 years for females and 16.6 years for males).10 Based on projections 
from the 2000 Census, by 2030 the elderly population is expected to double and the incidence of 
disability is expected to rise as well.   

Since the 1960s the life expectancy of people with MR/DD and other disabilities has also 
increased due to advances in medicine, technology, research, education and public awareness.11   
During this time the mean age at death for persons with MR/DD rose from 19 years during the 
1930’s to 66 years in 1993, an increase of 247%.  Consequently, survival into old age is a 

                                                      
6  Institute on Community Integration at http://ici.umn.edu/relatedresources/definition.html. 
7  Larson, S., Lakin, C., Anderson, L., Kwak, N., Lee, J.H., & Anderson, D. “Prevalence of mental retardation and/or 

Developmental disabilities: Analysis of the 1994/1995 NHIS-D”, MR/DD Data Brief, April, 2000, V. 2, No. 1.  
8  Braddock, D., Hemp, R., Rizzolo, M., Coulter, D., Haffer, L., & Thompson, M.  (2005).  The State of the States in  

Developmental Disabilities, Coleman Institute for Cognitive Disabilities and Department of Psychiatry, The 
University   of Colorado. 

9  U.S Census Bureau, National Center on Health Statistics, 2000 
10   Ibid 
11  Fact Sheet: The President’s Committee for People with Intellectual Disabilities.  U.S. Dept. of Health and Human  

Services, Administration for Children and Families, 2003. 
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relatively new phenomenon for people with MR/DD as well as for their service and support 
systems which are inadequately prepared to address their LTC needs.    

In general, the later life concerns of many individuals with MR/DD are similar to those of the 
older adult population.  They are concerned about access to affordable and accessible housing, 
living independently in community-based settings, getting appropriate assistance in a timely 
manner, and leading productive, meaningful lives.   However, people with MR/DD, their 
families and service providers have distinct and specialized needs that must be met in order for 
them to best utilize opportunities and resources in all of these areas.  And, although adults with 
MR/DD share many of the goals of the larger disability and aging communities, (i.e., self-
determination, person-centered planning, consumer direction, active participation in the 
community, etc.,) they frequently need specialized services, supports and intervention in order 
to attain them.   

Older adults with MR/DD are also concerned about their health; they are likely to have 
specialized medical needs related to their disability as well as to aging.  Adults with MR/DD 
who are aging, and their care providers, will need to keep pace with emerging technology and 
preventative strategies regarding aging with lifelong disabilities in order to maximize their 
opportunities for healthy aging.  When compared to persons in the general population, most 
individuals with MR/DD experience similar rates of “older age related health conditions”, such 
as coronary heart disease, type 2 diabetes, cancer, osteoarthritis, dementia, and vision and 
hearing loss.12   

Older and younger adults with MR/DD are concerned about where they will live, and with 
whom.  The landmark Olmstead Supreme Court decision (Olmstead v. L.C., 1999) ruled that 
people with disabilities should be able to receive services in the least restrictive environment 
possible, if they so desire and if services and supports are available.   Subsequent to the 
Olmstead decision there have been ongoing efforts in both the public and private sectors to 
secure funding and services that enable people with MR/DD to live in community-based 
settings with the supports and services they need.  Nevertheless, there are significant gaps 
between needs and available resources.  Prouty, Smith and Lakin (2004), for example, estimate 
that over 75,000 people with MR/DD are currently on waiting lists for residential services.13  
These waiting lists are expected to increase, fueled by the increase in aging “baby boomers” and 
skyrocketing housing costs.   People with MR/DD also have significant needs for specialized 
transportation – which are also severely lacking, especially in rural areas throughout the U.S.    

III. SERVICE SYSTEMS AND BARRIERS TO SERVICE DELIVERY 

Existing Service Systems 

The service system for adults with MR/DD comprises federal, state and local government 
benefits and programs.  In addition, there is a broad and diverse array of private for–profit and 
not for-profit entities that provide programs and services for people with MR/DD.  Appendix 
A contains a listing of some of the federal and state agencies, consumer groups and 
organizations that serve people with MR/DD.   As shown in Appendix A, consumers with 
                                                      
12  Fisher, K., Kettl, P., (2005). Aging with mental retardation: Increasing population of older adults with MR 

requires health interventions and prevention strategies. Geriatrics 
13   Prouty, R.W., Smith, G., & Lakin, K.C. (2004). Residential Services for People with Developmental Disabilities:  

Status and Trends Through 2003.  MN: Institute on Community Integration, Research & Training, Center on 
Community Living. 
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MR/DD and service providers must navigate among diverse federal programs and benefits, 
state and local services and programs, public and private service systems, and various 
consumer groups and advocacy organizations.   

The internet is also a rich source of information regarding all types of programs and services 
available to people with MR/DD.  These sources can be used to assist ADRC planning groups 
to identify how they will begin to assist people with MR/DD as well as those in the aging 
service system.   In addition, ADRCs should consult the specific agencies within their states that 
fund and provide services for people with mental retardation and developmental disabilities.  
Services may be provided by different agencies for different disabilities as well as at different 
times across the lifespan.   

Barriers to Service Delivery for People with MR/DD 

Despite the availability of numerous programs and resources, there are significant barriers that 
impede access to services and information about the long term needs of people with MR/DD.  
Some of these barriers, and the role of ADRCs in overcoming these barriers, are described in 
Table 2. 

A. DIFFERING PERSPECTIVES, VIEWPOINTS AND NEEDS 

ADRC's may encounter perception and attitudinal differences among people in the aging 
population and adults in the MR/DD population.  For example, adults with MR/DD may not 
consider themselves as having the same needs as elderly persons because they are not “old.”   
Adults with MR/DD, who are living independently in communities, want to associate with 
same-aged peers, and, just as their non-disabled counterparts, and may not be interested in 
settings that include elderly adults, for example, in housing or in the workplace.  Conversely, 
elderly non-disabled adults would not identify themselves with the MR population and many 
elderly adults would not consider themselves disabled, even though they may need LTC 
supports.  Older adults and adults with MR/DD may have misperceptions about each other, 
perhaps believing that the “other” group is more willing to be dependent on others, that they 
need more care, that they are not involved in the same advocacy issues.   
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Table 2.  Selected Barriers to Services for People with MR/DD and Service Providers 

Barrier Description What ADRCs Can Do 
Fragmented 
Service Systems 

Integration, coordination of client information and use of resources (fiscal, staffing, service-
related) among programs serving adults with MR/DD is lacking.   Consumers and both formal 
and informal service providers often experience difficulties navigating the complex systems 
having multiple entry points and multiple service sites.  State service systems are organized 
differently, with MR/DD services often provided in different organizational units.  Fragmented 
service systems are not compatible with emerging models of consumer-directed care.   

Assist MR/DD consumer, 
family members and 
service providers to 
navigate through 
fragmented service 
systems.  Design I&R with 
collaboration of MR/DD 
groups. 

Disparate Funding 
Streams 

Multiple funding streams for programs serving people with MR and/or DD.  Programs have 
different eligibility requirements based on age, financial and functional status, so it is difficult for 
consumers to access appropriate and timely services, especially as they age and/or needs 
change.  In systems with multiple funding streams it is difficult for government and funding 
entities to track the efficiency and cost-effectiveness of services, to track emerging trends or to 
predict future needs.    

Educate policymakers 
about the impact of multiple 
funding streams on MR/DD 
service systems. ID gaps in 
services for MR/DD pops. 

Inconsistent 
Information & 
Referral Systems 

Information provided to consumers often hinges on the consumers’ own level of knowledge in 
asking the right questions or being persistent in obtaining correct information.  Many times, 
consumers with MR/DD or their care providers do not know what questions to ask or who to 
ask in order to access and obtain services.   

Demonstrate & model how 
information can be 
effectively and efficiently 
provided to MR/DD 
consumers and service 
providers. 

Inadequate 
Standards of Care   
 

Standards of Care for community-based settings need to be more fully developed and 
monitored.  The daily health and personal care services for people with MR/DD are typically 
provided by individuals with specialized skills and training compared to services for aging 
adults and adults with physical disabilities.  Although many persons with MR/DD could direct 
their own care providers, many are not trained to do so.  This impacts the consumers’ health, 
safety and continuity of care.  

Underscore the need for a 
well trained and 
consistently monitored 
workforce.  Assist with 
tracking care quality on the 
front end of the system. 

Lengthy Waiting 
Lists   

The needs of adults with MR/DD and other people with disabilities often outweigh available 
services or funding. Many states have huge waiting lists for HCBS waivers.  In some systems, 
consumers receive services on a “first come, first served” basis, while in other systems they 
may receive services based on urgency or need.   While they wait for resources or funding to 
become available, consumers may not receive the care or supports they need, for example, 
transportation or home services which are important to their independence and dignity.  Some 
consumers may experience a worsening of their condition or may experience relapses while 
waiting for services.  

Assist with maximizing use 
of resources by effectively 
matching consumers’ 
needs with targeted 
resources.   
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Barrier Description What ADRCs Can Do 
Attitudinal 
Barriers 

Public awareness and education about the capabilities and potential of people with MR/DD are 
important in order to expand their opportunities to work, be productive and participate in 
community life.  Attitudinal barriers often impede access to opportunities such as employment, 
housing and volunteer work that improve the lives of adults with MR/DD as well as the 
communities in which they live.  Attitudinal barriers stifle development of creative, proactive 
approaches to care. 

Raise public awareness 
and educate the public 
about people and services 
in MR/DD systems.  

Knowledge Gaps   In the past, people with significant disabilities, particularly people with MR/DD, did not live as 
long as their non-disabled counterparts.14   The impact of increasing numbers of people with 
disabilities on service systems is unclear and so it is difficult to plan for future needs of people 
with disabilities and the elderly. 

Facilitate data collection 
and analysis and 
information dissemination 
about MR/DD service 
system needs.   

                                                      
14   Michelle Putnam, “Issues in the Further Integration of Aging and Disability Services,” Public Policy & Aging Report, vol. 14, no. 4 (2004): 1, 19-23. 
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These attitudinal and perceptual differences may be reflected in the leadership of disability or elderly 
groups with whom ADRC staff must work.  It is important to acknowledge that these differences exist 
and to find creative ways to demonstrate that people in both groups will benefit from efficient and 
effective services, even though their service requirements vary.   

ADRCs will encounter differences in attitudes and perceptions among people with similar disabilities 
about the meaning of disability.  For example, some individuals who are profoundly affected by 
developmental disabilities do not identify with being disabled.  Others may embrace the idea that 
having a disability is a natural part of the human experience and that they are just “differently labeled” 
than other people.  

ADRCs should be aware that advocacy and support organizations that work on behalf of people with 
MR/DD may have different and sometimes opposing viewpoints and philosophies about the 
populations they serve.  For example, while one group of advocates promotes the closure of any and all 
institutions, another group lobbies to keep institutional settings open so that there are a range of 
choices available to meet different preferences.     

ADRCs must be prepared to serve individuals with MR/DD who have specialized needs and diverse 
expectations regarding service system structure and implementation of service delivery.  Each person’s 
experience of disabilities is unique: in the severity of the disability, support requirements, level of 
dependence, background, family dynamics and previous exposure to the different types of service 
systems.  For example, a 30-year-old with a developmental disability, such as spina bifida, is likely to 
have quite a different perspective on the disability system than a 55-year-old who had never been sick 
but was recently paralyzed in a car accident.  The two may have similar physical limitations, but the 30-
year-old has had a lifetime of experience with the disability support system while the 55-year old will 
be accessing the service system from a different perspective.  The role of the ADRC for the person with 
spina bifida may be to provide links to information about opportunities for living in the community, 
recreational activities or employment.  The role of the ADRC for the 55-year-old with a later life 
disability may be to assist him in finding supports and services to help him maintain life as he knew it 
before the accident.  This individual might need more immediate assistance with physical 
rehabilitation, home modifications and personal assistance services.   

IV. FRAGMENTATION, STREAMLING SYSTEMS, LEVERAGING RESOURCES  

Among the many challenges that ADRC’s must address in terms of managing fragmentation, 
streamlining access and leveraging resources are:    

Challenge #1.  Fostering system coordination and collaboration will be especially pertinent for ADRC’s 
because they are required to provide programming that serves diverse populations of people with 
disabilities as well as both public and private-pay populations.  Increasing meaningful and working 
relationships across agencies may challenge conventional thinking among established bureaucracies 
and organizational entities that serve specific clients, have differing financing and reimbursement 
systems, disparate levels of public and private sector involvement, and different governance structures 
such as legislatures or all-volunteer boards of directors. 

Challenge # 2.  Since aging and disability service systems are funded through different and multiple 
funding streams, ADRC’s face significant challenges in achieving streamlined access to service delivery 
for adults who are aging with MR/DD.  Each system is mandated to serve a specific population yet 
ADRC grantees must assist states with streamlining access and service delivery for diverse client 
populations that have different and changing resource needs across the lifespan.   Streamlining services 
will require individuals and organizations to think and act differently as they engage in processes of 
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identifying and using the best components of present systems.  The ADRC projects can become leaders 
in bringing diverse stakeholder groups together and identifying the issues that need to be addressed.    

Challenge #3.  ADRC’s are called upon to work with their partners to leverage resources and build 
long-term program sustainability into grant activities.  They are challenged to develop creative 
solutions to finding new resources and utilize existing resource capacity in federal, state and local 
programs. 

Addressing System Fragmentation 

Accessing disability services is often a complex task and can be very challenging for individuals with 
MR/DD.   Since developmental disabilities occur at birth or during childhood, diagnosis and treatment 
often require multidisciplinary teams to provide support, intervention, therapy and remediation in a 
collaborative manner for the rest of the individual’s life.  Families of children with MR/DD and the 
individuals themselves must interact with countless service systems including early intervention, 
health, education, allied health, transition, vocational rehabilitation, employment, housing, 
transportation, and so forth.   The individual with MR/DD entering the system of care available for 
elder services faces similar problems of unfamiliarity, fragmentation and lack of coordination.   It is 
important to understand that the perspectives on the supports and services system of people with 
disabilities and the aging are likely to be very different.   

Potential collaborative activities to address system fragmentation that focuses aging and disability 
services on the specialized needs of people with MR/DD and their care providers across the lifespan 
include:  

• Discuss state and local processes of gaining access to information and service delivery system from 
multiple consumers’ perspectives in MR/DD systems;  

• Identify strengths as well as weaknesses in the current system especially in instances where 
progress has been made or where there are gaps in service delivery; 

• Utilize consumer and caregiver input to identify inconsistencies across programs regarding 
information, eligibility requirements and benefits. 

Streamlining Systems 

There are a number of considerations in developing service systems that appropriately accommodate 
the long term support needs of individuals and their families across age, income and disability status.  
In trying to partner with the disability network, the aging network may face some opposition in the 
process of ADRC planning and implementation.  For example, the ADRC program may be perceived as 
competition for scarce resources or that services are duplicative of existing ones.  There may also be the 
perception that the aging network lacks knowledge and commitment to adults with MR/DD.  How 
deeply held these beliefs are will depend, in part, on the extent to which systems are fragmented at 
state and local levels and on existing relationships between aging and disability stakeholders, including 
disability advocates.  

ADRC’s that have selected adults with MR/DD as a targeted population for services will need to 
partner with agencies and staff in the MR/DD network.  Strategies important in this process include 
demonstrating an understanding of the MR/DD population, the service system, and the advocacy 
priorities of each of these groups and subgroups and openness to learning more; expressing a 
commitment toward exploring and achieving shared goals; and acknowledging the unique support 
needs as well and value of including all MR/DD stakeholder input into project activities.   
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To facilitate streamlining initiatives, ADRC grantees should network with service providers for people 
with MR/DD to strengthen the visibility of the ADRC, to reinforce the goals of the grant, and to 
explore areas where there may be common ground on which to build future relationships.  To build 
trust with the disability community, the ADRC grantees will want to consider partnering with a range 
of organizations (both in focus and philosophy) that reflect the broad-ranging diversity that 
characterizes the MR/DD population.  

ADRCs are required to serve both public and private-pay consumers.  Appendix A lists many supports 
and services that are available to individuals with MR/DD who can pay for services privately as well 
as those who cannot.    

Individuals served by ADRCs will vary in their financial status and disability and may be in different 
situations at different points in their lives.  Persons who have recently acquired disabilities may only be 
“private-pay” consumers in the short term, but persons with developmental disabilities, who have had 
their disability since birth or who are intellectually challenged, may have always been recipients of 
federal, state or local public services.  In addition, the length of time a person remains a private pay 
consumer will depend on the type and intensity of the supports they require and their ability to work.    

Futures and benefits planning, particularly for people who are aging with lifelong disabilities (such as 
MR/DD) and have relied on family care providers for assistance throughout their lives, are important 
services the ADRCs can offer either directly or through close coordination with disability service 
providers.  ADRCs can also provide benefits and futures planning for caregivers as well.  Where 
applicable, ADRC’s can help mobilize resources and provide information to help individuals and 
family members make judicious decisions about purchase of resources that can help to delay entry into 
the public systems of care and maintain their independence as long as they are able. 

Potential areas for collaboration in streamlining services: 

• Identify critical pathways in the service systems that utilize streamlined approaches to service 
delivery especially for people with MR/DD; 

• Work together on mutually beneficial state and local advocacy issues (e.g.,  developing legislative 
initiatives that promote streamlined service delivery or collaboration or coordination among 
MR/DD groups); 

• Include diverse community-based agencies and organizations – such as those involved in providing 
respite care, affordable housing or specialized transportation – in initial planning and coordination 
of new programs. 

Leveraging Resources  

ADRC programs should look to leverage program resources using both monetary and non-monetary 
sources.  ADRC staff should not overlook resources, both financial and in-kind, that are available in the 
private sector as well as the public sector. 

Many organizations and associations in the DD and MR community have been serving their 
populations for many years.  The DD Act, for example, created a network of advocacy, research and 
systems change programming developed on behalf of people with developmental disabilities, 
including people with mental retardation.   Three core programs that have been established as a result 
of the DD Act are the State Council on Developmental Disabilities, the Protection and Advocacy 
System, and the University Centers for Excellence in Developmental Disabilities.  ADRCs would 
benefit from tapping into the information, partnerships, data and advocacy networks established by the 
DD Act partners in each state in serving the MR/DD populations.   Numerous other groups are 
available focused on MR/DD for leveraging resources such as mobilizing volunteers (for training, 
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raising public awareness or community outreach); obtaining grant funding; sharing staff expertise on 
councils, committees and workgroups, etc.; (See Appendix B) and search for local or affiliate agencies 
at the county and neighborhood level.  

V. INVOLVING ADULTS WITH MR/DD IN ADRC INITIATIVES 

ADRC’s are required to involve consumers with MR/DD in their program activities.  Table 2 
summarizes the grant requirements regarding consumer involvement as potential strategies for 
achieving this objective.  Other strategies include: 

• Refocusing the mission broader than AAAs alone—to include people with MR/DD; 

• Emphasizing not only service delivery, but also providing information and referral services in 
addition to helping consumers with planning and advocacy;  

• Actively involving MR/DD stakeholders in ADRC design and operations; 

• Conducting marketing and outreach appropriate to different disability cohorts;   

• Ensuring that all web-based resources, printed and audio/visual materials are accessible to adults 
with all disabilities using 504 accessibility guidelines.15 

VI. HEALTH, FUNCTIONAL AND CAREGIVER SUPPORT NEEDS OF PEOPLE 
WITH MR/DD 

Health Needs  

Since increased longevity is a new phenomenon for people with MR/DD, research on the impact of 
aging in these populations is still in its infancy.   Some studies have focused on cardiovascular diseases 
and functional limitations (e.g. hearing, vision, physical fitness). 16  Cardiovascular disease is the 
leading cause of death for individuals over 65 years of age.  It is an increased risk factor for persons 
with MR/DD as well, especially those with Down syndrome.   Cardiovascular diseases occur at 
younger ages in this population, and prevalence of this disease is predicted to increase with aging.   

Table 2: Involving Adults with MR/DD in ADRC Functions 
ADRC TOOLBOX SUMMARY, 2003; COMMUNITY LIVING EXCHANGE COLLABORATIVE AVAILABLE AT WWW-ADRC-TAE.ORG 

Functions Requirements Involving Adults with MR/DD 
Advisory Board and Consumer Task Force 
Stakeholder 
Involvement 
 

Must involve stakeholders in ADRC 
program planning, implementation, and 
evaluation. 

Use diverse communications strategies to 
encourage participation by consumers with 
MR/DD. Use: MR/DD organizations and 
service provider web sites to recruit. 

Advisory Board 
 

Must represent all populations served by 
the program; service provider 
organizations; and public and private-
sector organizations impacted by the 
program 

Recruit from diverse sources:  public and 
private-sector organizations, community-
based and institutional settings. 

                                                      
15     Section 504 of the Rehabilitation Act of 1973.  More information available online at: http://www.hhs.gov/ocr/504.html 
16  `Fisher, K., Kettl, P., (2005). Aging with mental retardation: Increasing population of older adults with MR requires  

 health interventions and prevention strategies. Geriatrics 
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Functions Requirements Involving Adults with MR/DD 
Consumer Task 
Force 

Participation must meet provisions of 
CMS’ Real Choice Systems Change 
Grant. 

Provide accessible accommodations, 
interpreters, assistive technology and 
specialized transportation for interested 
persons. 

Awareness and Information 
Public Education & 
Outreach 
 

Must ensure that all potential users of long 
term support, and their families, are aware 
of both public and private sector options 
and of the ADRC, especially among under-
served and hard-to-reach populations 

Provide complete information in plain 
language that is easy to understand; use 
diverse communications media -- print, video, 
audio and electronic – to communicate 
message. Make sure video materials are 
closed captioned, that print materials are 
available in Braille and that accessibility 
features are built in to all modes of 
communication.  

Information on Long 
term Care Options 

Information must be comprehensive, 
objective, current, citizen-friendly, and 
include all care setting options.  Must 
include options that people will use 
immediately (i.e., Medicaid) or in the long 
term (i.e., private long term care 
insurance).  Must include information on 
programs that support family caregivers 
and options that maintain independence 
and consumer-direction. 

Train MR/DD care providers and support 
persons to communicate message to people 
with MR/DD.  Conduct outreach to doctors, 
therapists, counselors, and employees of 
housing, employment and transportation 
agencies so they can disseminate the 
information to clients with MR/DD. 

Assistance 
Long Term Support 
Options Counseling 

To assist individuals understand how their 
strengths, needs, preferences, and unique 
situations translate into possible support 
strategies, plans, and tactics, based on 
community options. 

Develop consumer-friendly tools in various 
formats that enable people with MR/DD to 
express their preferences without coercion. 

Benefits Counseling To help people learn about and assist with 
applying for a full range of public and 
private benefits. 

Utilize MR/DD care providers or other 
consumers to train ADRC personnel to work 
with consumers with MR/DD.  

Employment Options For interested persons; must 
coordinate/refer for services in 
collaboration with other employment 
programs. 

Partner with employment service 
organizations that have thorough knowledge 
of vocational assessment, benefits planning, 
employment options and strategies for 
seeking and retaining employment 
appropriate for the consumer. 

Referral to Other 
Programs & Benefits 

To help individuals remain in community Employ thoroughly trained I&R staff who 
understand and can be responsive to 
consumers with MR/DD-related needs; 
provide continuing education. 

Crisis Intervention To respond to urgent needs including 
removal from danger, protective services 
or other safety measures. 

Same as above; develop system that 
interfaces with other emergency and crisis 
service provider systems from the beginning 

Futures Planning To help plan for future long term supports. Develop long-term planning programs for 
young adults with MR/DD.  Develop liaisons 
with knowledgeable benefits planners in both 
the public and private sectors. 
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Functional Needs 

In one study of 202 adults ages 20 to 50, there were increased risk factors for cardiovascular disease.17  
The study also found an average of 5.4 medical disorders per person.  Disorders included 
hypertension, obesity, epilepsy, asthma, and visual and hearing conditions.  Heart disease accounts for 
half of all deaths of women over age 50.  Preliminary research suggests that it may be a leading cause of 
death for women with DD, as well.  Generally this population is not diagnosed as early as their peers, 
so heart and other conditions are not treated until they are much more serious.    

Visual impairments, including cataracts, keratoconus, refractive errors and strabismus 
(nearsightedness, farsightedness, and astigmatism), and corneal abnormalities are common in 
individuals with MR/DD, and uncorrected refractive errors have been identified as the most common 
cause of decreased vision within this population.18  Routine annual eye examinations are recommended 
for all adults over age 65 and should include visual acuity and glaucoma screening.  The severity of MR 
is associated with an increased prevalence of visual impairments.   

Hearing loss affects individuals with MR much earlier then the general population; only 25% of non 
MR/DD adults age 65 to 74 experience loss, which increases to 50% for those over age 85.19  Poor oral 
health and limited access to dental care can impact the quality of life for those with MR, contributing to 
pain and difficulties with eating, speech, and sleep.20  Studies have shown that individuals with MR 
have a higher prevalence of dental problems and periodontal disease compared with the general 
population.  

Aging for women with MR/DD presents additional health concerns and issues.  While women 
normally live longer, life expectancy can be higher or lower depending on a person’s risk for 
developing certain diseases or other health problems. Some women with disabilities may experience 
unique changes in addition to or apart from the typical aging process.  For example, older women with 
a seizure disorder or cerebral palsy may be at greater risk for certain health problems due to long-term 
use of specific medications or conditions related to limited physical activity or mobility.  Women with 
Down syndrome are likely to experience sensory, adaptive or cognitive losses earlier that most other 
women in general. 21 

 Menopause is unique for every woman, including women with mental retardation and developmental 
disabilities. There is little research in the area of menopause and older women with MR/DD; however, 
several studies suggest that women with Down syndrome and women with epilepsy may reach 
menopause at an earlier age than women in general population.  For some women, seizure patterns 
change, for better or worse, around the time of menopause.  It is unclear if this is from the effects of 
hormones or changes in anti-seizure drug levels.   

Caregiver Support Needs 

Studies have shown that family members are frequently the primary caregivers of adults with MR/DD.  
Nearly one out of every four U.S. households (23% or 22.4 million) has at least one caregiver for a 

                                                      
17   Ibid 
18  Ibid 
19   Ibid 
20   Ibid 
21   Brown, A. Aging with Developmental Disabilities: Women's Health Issues. Rehabilitation Research and Training Center 

on Aging with Mental Retardation, University of Illinois at Chicago, 1999. (Accessed December 14, 2005), at 
www.thearc.org.) 
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relative or friend at least 50 years old.22  At least 80% of adults of all ages with MR live at home with 
parents or siblings.23  The aging of caregivers and the longer life expectancy of adults with MR/DD has 
resulted in some caregivers needing services and supports in addition to the adult with developmental 
disabilities.  An additional concern is the need for the aging parents to plan for continuation of their 
childrens’ supports and services when family members, relatives or others are no longer able to help 
provide support.    

Figure 1 shows the distribution of individuals with MR/DD who received residential care from family 
caregivers in 2004 by age. 23 Of particular interest is the relatively large proportion (25 percent) of 
caregivers for persons with MR/DD who are over the age of 60.  It is likely that, as these caregivers age, 
they will need access to services and information for themselves in addition to their family members 
with MR/DD.   

  Figure 1.  Total Estimated Population with Family Caregivers: 2,805,608 

United States Distribution of Individuals with 
MR/DD Living with Family Caregivers, 2004

Caregivers 
Aged 60+ 

25%

Caregivers 
Aged 41-59

35%

Caregivers 
Aged <41

40%

 
Since the age of caregivers increases along with the age of care recipients, and the duration of 
caregiving can last from less than a year to more than 40 years24, ADRCs will be increasingly 
challenged to develop responsive services for this group as well as people with MR/DD who are 
transitioning into systems of elder services. 

                                                      
22   U.S Department of Health and Human Services, Administration on Aging, (2004). The Older Americans Act: National 

Family Caregiver Support Program.   
23   Factor, A., Heller, T. (1995). Older Adults with Mental Retardation and Aging Family Caregivers.  Rehabilitation Research 

and Training Center on Aging with Developmental Disabilities, Institute on Disability and Human Development, 
University of Illinois at Chicago. 

24   National Caregiver Alliance and AARP. Caregiving in the U.S. Bethesda: National Alliance for Caregiving, and 
Washington, DC: AARP, 2004 
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VII. INFORMATION & SERVICE NEEDS OF ADULTS WITH MR/DD; NEW MODELS 
OF SUPPORT 

 Information & Service Needs 

Adults with MR/DD have diverse information and service needs.  As adults and as they age, people 
with MR/DD expect to have full access to the same quality of life choices and opportunities as their 
peers who do not have disabilities.  They expect that information and services provided to them will be 
comprehensive, readily available, accessible across a wide range of cognitive, behavioral and physical 
disabilities and flexible in the face of changing needs.  Meeting the information and service needs of 
persons with MR/DD enhances their capacity to make informed decisions and to become productive, 
independent and fully integrated into all dimensions of life including health, work, economic security 
and community participation.    

It is also important that family members and care providers of adult consumers with MR/DD have 
access to the complex array of information and services about both the disability and aging service 
systems in both the public and private sectors.  Appendix B provides an overview of key service areas 
for people with MR/DD.  This is not an exhaustive list but describes services that are needed by this 
population. 

Many individuals in these populations rely extensively upon their care providers or family members 
for assistance with decision-making and coordination of services in order to achieve maximum 
independence and productivity.   ADRCs need to be prepared to meet the information needs of care 
providers in serving people with MR/DD.  All stakeholders need to avail themselves of new 
information available in genetics, molecular biology and the behavioral sciences that often lead to more 
effective interventions for people with MR/DD.    

Services that are responsive to the needs and preferences of adults with MR/DD must reflect an 
understanding of the population, what their needs are, and the values they share.  By continuing to 
involve consumers and their caregivers in program planning, implementation, and monitoring, ADRCs 
will ensure that the services they provide, as well as the manner in which they are provided, will meet 
consumers’ needs.   

New Models of Support  

Two new philosophies about services for people with disabilities, including adults with MR/DD, 
emerged in the wake of 1960s civil rights activism and ensuing rapid technological advancements.  
Currently, these philosophies, independence and consumer-direction, are embedded in service 
planning and implementation in new models of support.    

The philosophy of independence is evidenced by the position that many adults with disabilities, even 
those with significant cognitive and/or physical impairments, should live as independently as possible 
in non-institutional settings if this was their choice and if they were provided with adequate supports.  
The philosophy of consumer direction is evidenced by sweeping changes that have been made in the 
roles and relationships of consumers and professional service providers in care settings.  Along with 
other health care consumers, people with disabilities, including those with MR/DD, were no longer the 
“silent partners” in their care.  Rather, patients/clients/consumers are now expected to share in the 
decision-making with their professional service providers and this includes people with MR/DD who, 
for many centuries, were excluded from participation in decisions that affected their lives. 
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Independent Living  

Independent living refers to a system of services specifically designed to enhance the self-esteem, 
personal capacity and socio-economic resources of individuals with disabilities, including adults with 
MR/DD, such that they can fulfill goals of living in community-based settings, be as self-sufficient as 
possible, and participate in community life.  Both disability and aging service systems have moved 
from custodial care models (institutions) to more individualized, asset-based models of care.  In these 
latter models, consumers engage in a range of interventions (e.g., personal care, vocational services, 
social skills training) as an active participant with their care providers with the goal of achieving 
independence.   

In addition to the concepts and goals of independence that have been embedded in service delivery, 
adults with MR/DD and other adults with disabilities can benefit from services provided in settings 
developed to focus on maximizing personal independence of people with disabilities.   There are over 
500 Centers for Independent Living (CILs) in the United States and its territories helping people with 
all types of disabilities to lead more independent lives.  Core activities of CILs may include providing 
supports or services for people with disabilities in addition to engaging in grassroots advocacy to 
promote full community inclusion for their constituents.  In fact, the independent living community 
was instrumental in passage of the Americans with Disabilities Act (ADA) in 1990 which established 
federal protection for the civil rights of persons with disabilities.  Independent living centers also 
provide consumers with information about services and make referrals to other experts and service 
providers in response to consumers’ decisions. 

The work and services provided by CILs has contributed to deinstitutionalization and community 
inclusion initiatives on behalf of people with disabilities across the nation.  Although the services 
provided by CILs would not be focused on the needs of most individuals with MR and many 
individuals with DD, CILs have raised public awareness about opportunities for community 
interaction and for the involvement of people with disabilities in the full spectrum of community life.   

Self-Determination and Consumer-Directed Care 

Over the past thirty years people involved in providing and planning services for individuals with 
disabilities have embraced newer models of self-determination and patient autonomy as preferred 
alternatives to the “medical model” of care.  In the latter scenario, patients had a minimal role in 
making decisions regarding their care, whereas, in the self-determination model, patients are actively 
involved in decision-making regarding their care. The philosophy of consumer-directed care has 
changed the way services are provided across the spectrum of human and social services, including 
supportive services provided for people with disabilities and aging adults.    

Most people with MR would use limited levels of self-direction, however, both formal and informal 
service providers have become increasingly aware of the benefits and improvements in independence 
by people with MR/DD who engage in consumer-directed care to the extent possible.  Service 
providers are becoming better trained in involving consumers with MR/DD in care planning and in 
goal setting activities which are types of self-direction that improve the quality of life for these 
individuals.  

This shift in role expectations has affected how professional service providers (i.e., doctors, nurses, 
paraprofessionals) intervene with adults with MR/DD, many of whom have complex medical 
conditions that affect the level and intensity of their long term care needs.  The model requires that 
consumers are informed about their care choices and that they are committed to taking responsibility 
for the choices that are made.  Complementing the person centered planning model is the consumer-
directed initiative in which people with disabilities are empowered to develop their own life goals and 



ADRC TAE Issue Brief  April 2006  

   18 
# 4030920 

 

to fully direct, as much as possible, the services and supports that enable them to attain their personal 
goals. 

The model also utilizes extensive involvement of family and other informal support persons (i.e., 
friends, neighbors, teachers, etc) who assist consumers with remaining or becoming more independent, 
living in their own homes, achieving personal goals, and obtaining and retaining competitive 
employment.   These networks are sometimes called “circles of support.” and they enhance 
opportunities for people with disabilities to participate fully in community life.   

The ADRC can work to link consumers and service providers with resources that enhance independent 
living, informed decision-making and consumer-directed care for adults with MR/DD.     

VIII. CONCLUSION 

The ADRC program was established to help states streamline access to services.  ADRC activities 
include eradicating barriers to service delivery, helping individuals who are elderly and people with 
disabilities achieve their goals of independence and economic efficiency, and improving long term care 
through more holistic approaches to intervention and care coordination.  These activities will benefit 
consumers with MR/DD and their care providers by making the overall system easier to understand 
and information more accessible.  Finally, streamlined systems that are more flexible and responsive to 
the needs of individual consumers will enable people with MR/DD and other individuals with 
disabilities to better self-direct their long term care and to exercise self-determination in meeting 
present and future needs. 
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Appendix A.  Mental Retardation and Developmental Disabilities  
Federal Programs and Benefits 

Benefit 

Administering 
Agency / 

Organization 

Description 
of Service 
Provided 

Eligibility 
Requirements 

Program 
Definition of 

Disability 
Varies by state 
and/or locality? 

Supplemental 
Security 
Income (SSI) 
(Title XVI of 
Social 
Security Act) 

Social Security 
Administration 
(SSA) 

Minimum 
monthly 
income  
 

Individuals over age 65
OR who are disabled 
or blind AND who meet
assets requirements, a 
US Citizen (or meet 
the requirements for 
non-citizens) AND who 
have unearned income 
below Supplemental 
Security Income levels.
SSI recipients may 
earn above the 
substantial gainful 
activity level while their 
benefit is reduced 
dollar for dollar up to a 
specific point.  Once 
they exceed the “break 
even point,” they may 
continue to earn at 
higher levels only up to
a capped amount 
called the “Section 
1619(b) threshold.”   

SSA definition: The 
inability to engage 
in substantial 
gainful activity 
because of a 
medically 
determinable 
physical or mental 
impairment, which 
can be expected to 
result in death or 
last for a 
continuous period 
of at least 12 
months.25  
 

Yes, the amount 
of SSI varies 
from state to 
state. Each state 
determines if 
they will 
supplement 
Federal Benefit 
Rate (FBR). 
These amounts 
may be adjusted 
annually to 
account for cost 
of living changes. 
The Section 
1619(b) 
threshold is state 
specific. 

Medicaid Center for 
Medicare and 
Medicaid 
Services 
(CMS) and 
state 
governments 

Health 
insurance 
coverage 

Low-income 
individuals.  In most 
states, Medicaid 
coverage comes with 
SSI.  However, some 
states use more 
restrictive income and 
resource standards, 
and disability 
definitions 

Many states use 
SSA’s definition of 
disability to 
determine Medicaid 
eligibility.  Some 
states use 
alternative 
definitions. These 
“209b” states have 
at least one 
eligibility 
requirement more 
restrictive than the 
SSI program.26   

Yes, eligibility 
standards and 
benefits vary by 
states.  State 
Medicaid 
programs are 
administered 
according to 
federally 
approved state 
plans. 

                                                      
25   Included in Disability Evaluation Under Social Security is a listing of impairments that meet SSA’s standards, however, SSA 

accepts other conditions if other criteria are met.(http://www.ssa.gov/disability/professionals/bluebook/2003-
version.pdf) 

  (http://www.ss-law.com/print_articles/print_DisabilityDefinition.html) 
26 Examples of 209b states include New Hampshire, Indiana, and Connecticut                         
(http://policy.ssa.gov/poms.nsf/lnx/0501715010) 
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Benefit 

Administering 
Agency / 

Organization 

Description 
of Service 
Provided 

Eligibility 
Requirements 

Program 
Definition of 

Disability 
Varies by state 
and/or locality? 

Social 
Security 
Disability 
Insurance 
(SSDI) (Title II 
of Social 
Security Act) 

Social Security 
Administration 
(SSA) 

Wage 
replacement 
income 
(based on 
average 
lifetime 
earnings) 

Individuals who have 
paid FICA taxes and 
meet Social 
Security's rules for 
disability - payable to 
disabled workers; 
their widows or 
widowers; their 
children under 18; 
and their adult 
children who have 
been disabled since 
childhood 

SSA definition: The 
inability to engage 
in substantial 
gainful activity 
because of a 
medically 
determinable 
physical or mental 
impairment, which 
can be expected to 
result in death or 
last for a 
continuous period 
of at least 12 
months.27  

No, SSDI is an 
entirely federal 
program and is 
available to legal 
residents in all 
50 states, US 
Districts and US 
Commonwealths.

Medicare Center for 
Medicare and 
Medicaid 
Services 
(CMS) 

Health 
insurance 
coverage  

Individuals over age 
65 and some 
individuals with 
disabilities under 65. 
Medicare (Part A and 
Part B) comes with 
SSDI after an 
individual has been 
eligible for SSDI cash 
benefits for 24 
months 
 

SSA definition: The 
inability to engage 
in substantial 
gainful activity 
because of a 
medically 
determinable 
physical or mental 
impairment, which 
can be expected to 
result in death or 
last for a 
continuous period 
of at least 12 
months.28  

No, Medicare is 
an entirely 
federal program.  
Eligibility 
standards and 
benefits are the 
same 
nationwide. 

Medicaid Buy 
In Program 
(expanded by 
Ticket to Work 
and Work 
Incentives 
Improvement 
Act 1999) 

Center for 
Medicare and 
Medicaid 
Services 
(CMS) and 
state 
governments  

Medicaid 
coverage 
(through 
extension of 
benefits or 
“buy-in” 
program) 

Individuals with 
disabilities, who 
except for their 
income and 
resources, would 
otherwise be eligible 
for SSI and/or 
individuals with a 
“medically improved 
disability” who no 
longer qualify as 
disabled under SSI 
definition 

SSA Definition: The 
inability to engage 
in substantial 
gainful activity 
because of a 
medically 
determinable 
physical or mental 
impairment, which 
can be expected to 
result in death or 
last for a 
continuous period 

Yes, not every 
state participates 
in the Medicaid 
Buy In program.  
Among 
participating 
states, eligibility 
standards and 
benefits vary. 

                                                      
27  Included in Disability Evaluation Under Social Security is a listing of impairments that meet SSA’s standards, however, SSA 

accepts other conditions if other criteria are met.(http://www.ssa.gov/disability/professionals/bluebook/2003-
version.pdf) 

  (http://www.ss-law.com/print_articles/print_DisabilityDefinition.html) 
28  Ibid 
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Benefit 

Administering 
Agency / 

Organization 

Description 
of Service 
Provided 

Eligibility 
Requirements 

Program 
Definition of 

Disability 
Varies by state 
and/or locality? 

of at least 12 
months.29  

Ticket to 
Work and 
Self 
Sufficiency 
Program 
(authorized by 
Ticket to Work 
and Work 
Incentives 
Improvement 
Act 1999) 

Social Security 
Administration 
(SSA) with 
state and local 
Employment 
Networks  

Employment 
and 
vocational 
services, 
cash 
benefits, 
Medicaid or 
Medicare  

Individuals who 
receive SSI or SSDI 
have the option to 
use their “ticket” to 
receive services from 
an employment 
network. 

SSA Definition: The 
inability to engage 
in substantial 
gainful activity 
because of a 
medically 
determinable 
physical or mental 
impairment, which 
can be expected to 
result in death or 
last for a 
continuous period 
of at least 12 
months.30 

Yes, employment 
networks, and 
the services they 
offer, vary by 
state and locality.

Supportive 
Housing for 
Persons with 
Disabilities 

Department of 
Housing and 
Urban 
Development 
(HUD) and 
local non-profit 
organizations 

Rental 
assistance 
for 
independent 
living units, 
condominium 
units or small 
group homes 

A household, which 
may consist of a 
single qualified 
person, which has 
very low-income 
(within 50 percent of 
the median income 
for the area) and at 
least one member 
that is 18 years old or 
older and have a 
disability 

A physical or 
mental impairment 
that substantially 
limits one or more 
major life activities; 
has a record of 
such impairment; or 
is regarded as 
having such an 
impairment.31 

Yes, Public 
Housing 
Authorities are 
highly localized 
both by state and 
by region of state 
(i.e., county, city, 
etc.).   

Mainstream 
Housing 
Vouchers for 
Persons with 
Disabilities 

Department of 
Housing and 
Urban 
Development 
(HUD) and 
local public 
housing 
agencies 

Rental 
vouchers to 
ensure 
families pay 
no more than 
30% of 
monthly 
income on 
rent. 

Families that include 
a disabled person 
and are income 
eligible.  Local PHA 
compares the family’s 
annual income (gross 
income) with the 
HUD-established very 
low-income limit or 
low income limit for 
the area. 

A physical or 
mental impairment 
that substantially 
limits one or more 
major life activities; 
has a record of 
such impairment; or 
is regarded as 
having such an 
impairment.32 

Yes, Public 
Housing 
Authorities are 
highly localized 
both by state and 
by region of state 
(i.e., county, city, 
etc.).   

 

                                                                                                                                                                                        
29  Ibid 
30  Included in Disability Evaluation Under Social Security is a listing of impairments that meet SSA’s standards, however, 

SSA accepts other conditions if other criteria are met.(http://www.ssa.gov/disability/professionals/bluebook/2003-
version.pdf) 
(http://www.ss-law.com/print_articles/print_DisabilityDefinition.html) 

31  Department of Housing and Urban Development, available online at: 
http://www.hud.gov/offices/fheo/disabilities/inhousing.cfm 

32   Ibid 
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State and Local Services 

Resource Organization 
Description of Service 

Provided Target Population / Eligibility 
Centers for 
Independent 
Living  
(Title VII of 
Rehabilitation 
Act of 1973) 

Private non-profit 
organizations, grant 
funded primarily 
through the U.S. 
Department of 
Education 
Rehabilitative 
Services 
Administration.   
 

Information and Referral, 
independent living skills training, 
peer counseling and individual 
and systems change advocacy  

CILs typically provide a range of 
services to a variety of disability 
groups.  Consumers are not charged 
for services.  Benefits and services 
depend on financial resources, quality 
and availability of resources. 

State 
Disability 
Boards and 
Councils  
State Disability 
Boards, 
regional and 
local Disability 
Boards  

Councils or Boards 
are generally 
comprised of 
government 
officials, community 
leaders, service 
providers and 
consumers. 

Advises government authorities 
on disability service issues, 
monitors compliance, and 
advocates for people with 
disabilities to ensure that they 
are integrated within the 
community 

Advocates for and protects the 
interests of all persons with 
disabilities.  State Developmental 
Disability Councils focus on system 
change initiatives that specifically 
address the service delivery needs of 
people with MR/DD. 

Workforce 
Investment 
Boards and 
“One-stops”  
(mandated by 
Workforce 
Investment Act 
of 1998)  

State Workforce 
Investment Boards 
develop 5 year state 
plans.  Local boards 
oversee the local 
system, designate 
One-Stop operators 
and monitor system 
performance.  State 
Boards must 
include partnership 
with State 
Vocational 
Rehabilitation 
Agency. 
 

Employment  resources, which 
may include training, education, 
career counseling and job 
placement 

Program funds are targeted at 3 
groups: adults, dislocated workers and 
youth.  Core services for adults have 
no eligibility requirement. “Intensive 
services,” such as case management, 
are offered to individuals who are 
unable to find employment using core 
services.  One-stops are required to 
include resources and supports for 
disabled adults, but services vary 
widely by state. 

State 
Vocational 
Rehabilitation 
(VR) 
Agencies 
(Title I of 
Rehabilitation 
Act of 1973) 

State agencies, in 
coordination with 
state Workforce 
Investment Board, 
funded in part 
through the U.S. 
Department of 
Education 
Rehabilitative 
Services 
Administration. 
 

Vocational rehabilitation 
services 

Persons with a mental, physical or 
learning disability that interferes with 
the ability to work. The disability need 
not be so severe as to qualify the 
person for SSDI or SSI benefits, and 
recipients of SSDI or SSI are 
presumed to be eligible for services 
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State and Local Services (con’t) 

Resource Organization 
Description of Service 

Provided Target Population / Eligibility 
Disability and 
Business 
Technical 
Assistance 
Centers 
 
 

Regional offices that 
provide information, 
referral, technical 
assistance and training 
on the Americans with 
disabilities act. 

I&R, training, public awareness Target populations include businesses, 
state and local government entities and 
people with disabilities. The goal of their 
work is to facilitate employment for people 
with all disabilities, including those with 
DD/MR, and access in public 
accommodations and services.  There is 
no fee for the services of DBTACs. 
 
 

Offices of 
Disaster 
Preparedness/
Emergency 
Services 

Local offices in each 
state and local 
jurisdictions assess 
disaster preparedness 
and plan for serving 
people with MR and 
DD as well as the 
elderly, incapacitated 
adults in emergency 
situations and 
evacuations. 

Planning, service coordination, 
prevention 

Target populations include the public, 
people with disabilities and service 
providers, emergency, security and police 
personnel.  All are eligible for services 

Offices of 
Protection and 
Advocacy 

Funded by the 
Developmental 
Disabilities Act, these 
offices, located in each 
state, provide legal 
referral, advice and 
representation for 
people with disabilities, 
including those with 
MR/DD in bringing 
legal complaints to the 
judicial system.   

Legal advice, referral and 
representation in due-process, 
mediation, court trials.   

People with developmental disabilities, 
MR and others who need legal advice and 
representation in cases of abuse, neglect 
and violation of civil rights legislation.  
Fees are paid for through DD Act monies. 
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Consumer Groups, Advocacy Organizations and Online Resources 

Entity Web Site 
Description / Key 

Activities 
Target population / 

Location 
National Autism 
Association 

http://www.nationalautism.org Advocates, educates and 
empowers people with 
autism and their families to 
obtain, use and improve 
services 

People with autism and 
their families 

ARC of the 
United States 

http://thearc.org Advocates for the rights 
and full participation of 
children and adults with 
intellectual and 
developmental disabilities.  
Is a national network of 
member chapters and 
affiliates seeking to 
improve systems and 
services, connect families, 
and influence public policy 
and funding on behalf of 
people with intellectual 
and/or developmental 
disabilities 

Public, lawmakers, 
service providers, other 
decision-makers.  Also 
targets families and 
people with disabilities 
to provide peer 
support, education, 
advocacy and skills 
training.  Chapters and 
affiliates across the 
nation. 

ADAPT 
(American 
Disabled For 
Attendant 
Programs Today) 

http://www.adapt.org Advocacy efforts focus on 
promoting services for 
people with disabilities in 
the community, as 
opposed to institutions or 
nursing homes.  Has a 
long history of organizing 
in the disability community 
and using civil 
disobedience and similar 
non- violent direct action 
tactics to achieve its goals. 

All persons with 
disabilities.  Branches 
located in almost every 
state. 

DisabilityInfo.Gov http://www.disabilityinfo.gov Links to and information 
about federal laws, federal 
government services and 
programs for persons with 
disabilities organized into 
topic areas such as 
employment, education, 
housing, transportation, 
and health 

Information tailored for 
persons with 
disabilities, policy 
makers, state and local 
service providers 
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Entity Web Site 
Description / Key 

Activities 
Target population / 

Location 
Disability 
Resources, Inc. 

http://www.disabilityresources.org Monitors publications, on 
line services, and other 
information resources 
every month and 
disseminate information 
about books, pamphlets, 
magazines, newsletters, 
videos, databases, 
government agencies, 
nonprofit organizations, 
telephone hotlines and on-
line services that provide 
free, inexpensive or hard-
to-find information to help 
people with disabilities live 
independently. 

All persons with 
disabilities, consumer 
focused.  Local 
resources and 
information for every 
state available from 
national website. 

American 
Council of the 
Blind 

http://www.acb.org Serves as a representative 
national organization of 
blind people; seeks to 
elevate the social, 
economic and cultural 
levels of blind people, 
improve educational and 
rehabilitation facilities and 
opportunities.  Seeks to 
encourage and assist all 
blind persons to develop 
their abilities and seeks to 
promote greater 
understanding among the 
public of blindness and the 
capabilities of blind people. 

Blind persons and their 
families.  Email 
discussion and 
information lists. 

National 
Federation of the 
Blind 

http://www.nfb.org National consumer and 
advocacy organization 
offers public education, 
information and referral 
services, literature and 
publications, aids and 
appliances and other 
adaptive equipment, 
advocacy services and 
protection of civil rights, 
and development and 
evaluation of technology. 

Blind persons and their 
families.  Affiliates in 
every state. 
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Entity Web Site 
Description / Key 

Activities 
Target population / 

Location 
Brain Injury 
Association of 
America 

http://www.biausa.org National advocacy group 
and resource for 
information, research, and 
publications about brain 
injury.  Offers consumer’s 
guides to treatment and 
rehabilitation options. 

Individuals with brain 
injuries and their 
families.  State affiliate 
offices in almost every 
state. 

United Cerebral 
Palsy 

http://www.ucp.org National research and 
advocacy organization 
sponsors research, offers 
information about 
developmental disabilities 
and public policy, and 
resources for persons with 
disabilities.   

Individuals with 
Cerebral Palsy, other 
developmental 
disabilities, and all 
persons with 
disabilities.  99 
affiliates in 36 states 
and D.C. 

Epilepsy 
Foundation 

http://www.epilepsyfoundation.or
g 

Organization works to 
improve public perception 
of people with epilepsy and 
the diverse conditions 
associated with epilepsy.  
Works to promote better 
understanding of 
prevention, treatment and 
acceptance of people with 
epilepsy so that they can 
be fully included in all 
aspects of community life. 

Individuals with 
epilepsy, the public, 
families, policymakers 
and other decision-
makers. 

National 
Association of 
the Deaf 

http://www.nad.org National membership and 
advocacy organization and 
offers information about 
Deaf culture and 
community, American Sign 
Language, protection of 
legal rights, and 
employment and 
educational opportunities. 

Deaf persons and their 
families.  Local 
resource information 
available to members. 

State and private 
Deaf residential 
schools 

 Deaf residential schools 
often serve informally as 
community centers for 
Deaf adults in the area.  
They often facilitate access 
to many services for Deaf 
adults in the community, 
such as, job training, 
networking opportunities, 
child care, and recreational 
clubs 

Deaf children, alumni, 
members of the local 
Deaf community. 
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Entity Web Site 
Description / Key 

Activities 
Target population / 

Location 
Muscular 
Dystrophy 
Association 

http://www.mdausa.org Voluntary health agency/ 
partnership between 
scientists, professionals 
and Hospital-affiliated 
clinical services, health 
research, summer camps, 
community programs. 

Individuals with 
muscular dystrophy.  
MDA pays for medical 
services for functionally 
qualified individuals, if 
no other insurance or 
policy covers them. 

National 
Organization on 
Disability 

http://www.nod.org Conducts surveys and 
publishes reports about 
public and consumer 
attitudes, perceptions and 
experiences with disability 
and disability services in 
contemporary culture. 

National organization 
that assists other 
organizations and 
decision-makers by 
providing 
comprehensive 
information about 
disability consumers 
and related 
stakeholders. 

Spina Bifida 
Association of 
America 

http://www.sbaa.org National membership 
organization offers 
information, research, 
publications, and other 
resources about spina 
bifida. 

Individuals with spina 
bifida and their 
families.  Group 
members (chapters) in 
almost every state. 

National Spinal 
Cord Injury 
Association 

http://www.spinalcord.org National membership 
organization educates and 
seeks to empower 
survivors of spinal cord 
injury and disease to 
achieve and maintain the 
highest levels of 
independence, health and 
personal fulfillment. 

Individuals who have 
sustained spinal cord 
injuries, families, policy 
makers, public at large.  
21 chapters and 19 
support groups in 
communities 
nationwide. 

Administration on 
Developmental 
Disabilities 
(ADD) 

http://www.acf.hhs.gov/programs/
add/ 
 

Ensures individuals with 
developmental disabilities 
and their families 
participate in the design of 
and have access to 
culturally competent 
services, supports, and 
other assistance and 
opportunities that promotes 
independence, 
productivity, and 
integration and inclusion 
into the community. 

Individuals with 
developmental 
disabilities and their 
families.  
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APPENDIX B.  INFORMATION AND SERVICE NEEDS FOR PEOPLE WITH MR/DD 
AND THEIR CARE PROVIDERS 

Employment Adults with MR/DD often experience difficulty obtaining and maintaining employment.  
Programs offering employment assistance, such as vocational rehabilitation, provide 
individuals with a wide range of supports that assist them in career development, job-seeking, 
workplace accommodations and job retention. Examples of services include, but are not 
limited to: vocational evaluation; job training; job placement; supported employment; and 
transition services for students.  These services and supports are available under a broad 
network of public agencies and private sector businesses that serve the employment needs of 
people with disabilities, including individuals with MR/DD.   Under Social Security “work 
incentive” initiatives (e.g. Ticket-to-Work programs) individuals may work without losing their 
rights to cash benefits and Medicare or Medicaid.  The rules differ for Title II and Title XVI of 
the Social Security Act, but under both programs they may provide: continued cash benefits, 
continued help with medical bills, help with work expenses, or vocational training.   

Education The information and service needs of adults with MR/DD fall into two categories: 1) disability-
specific needs, and 2) broader quality of life needs.  Adults with MR/DD may want specific 
information on the causes and implications of their disability.  Being knowledgeable enables 
them to maximize benefits of self-directed care, to utilize support systems that enhance their 
independence, and/or to benefit from new interventions or advancements in knowledge 
regarding their disability.  In the broader realm, adults with MR/DD may want information 
about pursuing opportunities in higher education, housing options, transportation services or 
opportunities to participate in community events. 

Training for Care 
Providers and 
Consumers 

Caregivers need training on how to best care for adults with MR/DD across a broad array of 
service areas ranging from meeting basic health care needs to providing complex medical 
intervention.  In some cases it will be important for care providers to be trained in specialized 
areas such as behavioral intervention, crisis management, or to facilitate communication. 
Training for people with disabilities enables them, for example, to better understand their own 
medical and psychosocial needs, to hire and direct support persons, to effectively manage 
funds that may be provided to them for consumer-directed care. Training is an ongoing 
process and many opportunities are available through public and private service providers 
involved with MR/DD issues. 

Vocational 
Rehabilitation 
(VR) 

Vocational Rehabilitation is a nationwide federal-state program for assisting eligible people 
with disabilities, which includes eligible person with MR/DD, to define a suitable employment 
goal and become employed.  Each state capital has a central VR agency, and there are local 
offices in most states.  VR provides medical, therapeutic, counseling, education, training and 
other services needed to prepare people with MR/DD and other disabilities to obtain 
meaningful, competitive employment. 

Job 
Accommodations 

Job accommodation services enable individuals with MR/DD to perform their jobs and to 
retain employment in competitive work settings that maximize their skills and potential. The 
type of job accommodation depends on a person’s disability, and may include: using 
interpreters, screen readers, large print text; needing assistance with reaching files; or any of 
a broad array of technological and ergonomic supports that can assist in performance of job 
duties. The Job Accommodation Network (JAN) provides technical assistance on making 
workplaces accessible for people with disabilities.  Information can be obtained at 
www.jan.wvu.edu.   
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Independent 
Living 

• Services and skills obtained through Centers for Independent Living (CIL) programs 
enable adults with MR/DD to maximize their independence, inclusion and productivity in 
the community.  There are nearly 500 CILs in the United States and its territories.  The 
CILS meet the service and information needs of adults with MR/DD by providing 
information and referral, independent living skills training, advocacy training and peer 
counseling.  Many CILS provide an array of programming and training in employment and 
job seeking, budgeting and benefits management, social skills, advocacy, and making 
communities accessible. The National Council on Independent Living supports centers for 
independent living by providing technical assistance, training, and leadership 
development. at www.ncil.org 

In-home Support 
Services 

• Both domestic and personal care in-home supportive services can assist people with 
MR/DD to live independently. Domestic services include doing household chores, 
shopping or cleaning.  Personal care services include performing tasks designed to assist 
with activities of daily living such as toileting, feeding or administering medications. 

Housing • A range of housing options exist for adults with MR/DD. The most appropriate option may 
depend on the accessibility and affordability of the option, as well as the degree of 
independence desired. Options include living independently, living with family, in small 
group homes, Community Based Residential Facilities, Residential Care Apartment 
Complexes, other assisted living facilities or larger institutions such as nursing homes.  In 
addition to information on housing options, consumers with MR/DD can also benefit from 
having information on financial management, housing vouchers and rental assistance 
programs available to them to enhance their independence.  

Home 
Modification 

• Adults with MR/DD often need to modify their homes in order to make them fully 
accessible, to ensure safety, and to enable provision of medical or therapeutic services in 
the home. Home modifications increase independence for adults with MR/DD and 
encourage people with and without disabilities to visit each other in home-based settings.  
Examples of home modifications include the installation of grab bars in bathrooms and 
ramps to facilitate access to entryways. State Departments of Vocational Rehabilitation 
Services, Assistive Technology and Housing are important sources of information on 
home modifications. 

Emergency 
Services 

• Agencies, organizations and planning entities need to consider the emergency-evacuation 
needs of adults with MR/DD who may require individualized arrangements regarding 
exiting safely from homes, workplaces, buildings, vehicles and other settings.  Planning 
for the needs of people with disabilities, including adults with MR/DD, has become 
critically important since the population of adults with disabilities living and working in 
community has increased dramatically in recent years.  Project Save EV-AC and DHS 
programs (http://evac.icdi.wvu.edu; disability.preparedness@dhs.gov) are examples of 
programs designed to educate and train professional and lay people about these needs. 

Assistive 
Technology 

• Assistive technology is any device used by an individual with MR/DD to maintain or 
improve the individual’s level of functioning in the home, at work and in the community. 
Assistive devices enable individuals to participate more fully in aspects of life that they 
may previously have had difficulty accessing. A wide range of assistive technology, from 
high-tech to low-tech, is available through assistive technology service systems in all 
states.  High-tech devices include items such as speech recognition software, robotic 
limbs, specialized keyboards and touch-screens for computers.  Low-tech devices include 
items such as grab-bars, wheelchairs, canes and hearing aids. The Alliance for 
Technology Access is a coalition of technical resource centers across the United States. 
(Information at www.ataccess.org)  
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Transportation • Individuals with MR/DD often need assistance with medical and non-medical 
transportation.  Information about public and private transportation options available to 
people with MR/DD and other disabilities in their localities is important in order for 
consumers to be connected to their communities through education, employment and 
involvement in social and civic activities.  People with MR/DD need transportation to 
access health care and other service providers in communities.  The transportation needs 
of people with MR/DD vary widely:  individuals using wheelchairs may need specialized 
transportation while others may simply need fare assistance. Individuals with MR/DD who 
drive may need information on how to obtain disabled parking permits or how to obtain 
vehicle adaptations in order to drive. 

Day Support 
Services 

• Adult day services are structured, community-based group programs designed to meet 
the needs of functionally or cognitively impaired adults with MR/DD, the elderly, and 
people with other disabilities. Day support services include recreational, social, and 
educational programs specified in individualized care plans. Most facilities operate only 
during business hours.  Some adult day programs provide transportation, but many do 
not.  Adult day care services may be a good option to stimulate socialization, to maintain 
intellectual functioning and to enable people with MR/DD to participate in community-
based activities in safe, nurturing environments.   

Rights 
Enforcement and 
Advocacy 

• State and federal legislation ensures that people with MR/DD, along with people with 
other disabilities, are accorded the same rights, opportunities and freedom from abuse as 
people without disabilities in education, employment, housing, transportation, in 
institutional care settings and in public programming and services. Businesses in the 
private sector, if they are open to the public, must also abide by these laws and 
regulations.   Recent Supreme Court decisions have affirmed the rights of people with 
disabilities to live in “the least restrictive environment” possible for them and to be fully 
integrated into communities in which they choose to live. Nevertheless, negative attitudes 
and stereotyping often result in unfair, sometimes abusive, treatment of people with 
MR/DD who may have significant intellectual challenges, physical conditions or behavioral 
manifestations associated with their disabilities.  All states have federally-funded offices of 
advocacy and protection that specifically address legal issues and abuse complaints 
concerning people with MR/DD. The aging service system is a source for information 
regarding rights abuses, health and safety concerns and other issues pertaining to people 
who are elderly who often have co-occurring disabilities. 

Health Care • The health care needs of people with MR/DD can vary considerably in type of care, 
frequency and intensity.  Some individuals have basic needs while others may need 
intensive medical care 24/7.  Medical care can be challenging because some individuals 
with MR/DD have unique medical communication, behavior and/or psychosocial 
characteristics.  Although private insurance is sometimes available for children with 
MR/DD, private coverage often discontinues when dependents reaches a certain age 
(anywhere from 18 to 25).  Medicare and Medicaid coverage is available to recipients of 
SSDI and SSI, respectively.    Significant barriers accessing medical care by this 
population include lack of physical access to medical facilities, transportation, fear, 
communication challenges, lack of awareness of the importance of medical care and 
insufficient numbers of medical professionals trained to deal with the health care needs of 
adults with MR/DD, especially as they age.  Dental care can be particularly problematic; 
Medicaid does not require states to offer dental benefits to individuals over 21. 

Income 
Maintenance 

• Federal programs such as Social Security Disability Insurance (SSDI), and Supplemental 
Security Income (SSI), which provide monthly cash payments to persons with MR/DD who 
are deemed incapable of “substantial and gainful employment.”  Private disability 
insurance policies may also support individuals with disabilities. Information is available at 
www.ssa.gov. 
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Legal, Financial 
and 
Guardianship 
Services 

• Individuals with MR/DD and their caregivers may need assistance with legal, financial, or 
long term estate planning services. Legal services may be needed to assist with 
employment issues, obtaining benefits, writing wills, estate planning or creating other 
important documents such as power-of-attorney or living wills. Other legal services that 
adults with MR/DD may require include assistance with filing complaints concerning 
discrimination, abuse or neglect, or lack of access to programs and services. Attorneys 
can assist consumers and their care providers with setting up guardianships and trusts to 
manage the long-term decision-making and estate planning needs of MR/DD consumers. 
Financial services may include tax assistance or financial planning services. Information 
is available at www.heritagecenters.org/legal/guard.html or contact state or local agencies 
on aging through the Eldercare locator, 1-800-677-1116. 

Recreation, 
Travel and 
Community 
Participation 

• Information about recreational activities available to adults with MR/DD and other 
disabilities is becoming increasingly available. Recreational activities provide individuals 
with MR/DD opportunities to be part of the community, to exercise, to develop physical 
skills and coordination and to practice social interaction in positive, rewarding 
environments. While some individuals may choose to participate in activities or sports with 
the general population, others prefer activities with other individuals with physical 
disabilities. In addition to the psychological benefit of these activities, sports and other 
physical activities are essential to the physical health of many disabled individuals as well. 
See http://www.disabilityresources.org/SPORTS-GENERAL.html; http://www.ncpad.org/. 

Respite Care • Respite care provides a break for people who are supporting individuals with MR/DD so 
that they can meet their own personal needs while the consumer is being assisted by 
another care provider. Respite support for caregivers of adults with MR/DD includes a 
range of in-home and out-of-home options provided by both public agencies as well as 
private organizations. Some Medicaid waivers provide reimbursement for respite care in 
certain situations.  Caregivers may need emergency respite care, or may need extended 
respite in order to attend a funeral, go on vacation, or visit a sick loved one.  See: 
www.thearc.org/faqs/respite.html; www.helpguide.org/elder/respite_care.htm. 

Futures Planning • Individuals with MR/DD and their caregivers need information on planning for the future. 
Futures planning can be described as planning for an individual’s whole life. By working 
together with family, friends, and staff, an individual with MR/DD can develop a plan that 
will assist him or her maintain a desired level of independence even as they age.  Futures 
planning is also important because it assures families that their loved ones will have the 
needed supports they need even after the care provider is not longer able to do so, due to 
poor health or death.   

Support Groups • Belonging to or obtaining information from support groups can help people with MR/DD 
and their caregivers better cope with the life impact of their disabilities.   Support groups, 
which may be condition-specific, diagnosis-specific, or more general, can provide access 
to information, involvement in programs and connections to care for people with MR/DD.   
Support groups allow the individual to meet others with similar conditions and challenges 
and express feelings and concerns in a non-judgmental atmosphere. Similarly, support 
groups can be an excellent way for caregivers to learn to manage the stress that comes 
with supporting an individual with MR/DD, especially individuals who require 24 hour 
attention or those with significant behavioral difficulties. 

 


