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Section I: Introduction

Introduction: The Missouri Division of Mental Retardation/Developmental Disabilities
(MR/DD) requested that the University of Missouri Kansas City Institute for Human
Development (UMKC-IHD), a University Center for Excellence in Developmental Disabilities,
compile a report on best practices related to residential and community supports for older
individuals with developmental disabilities. In response to this request, the UMKC-IHD’s
Interdisciplinary Training Center on Aging and Developmental Disabilities staff examined the
following key questions:
1. What does the literature identify as best practices and emerging trends in community
supports for older individuals with a developmental disability?
2. What are the practice and policy implications associated with implementation of these
practices?

To answer these questions, UMKC-IHD staff reviewed the relevant literature and sent a short
survey to aging and developmental disability experts within state MR/DD agencies nationwide.
UMKC-IHD staff interviewed or reviewed survey responses from 21 contacts in different states.
This subsequent report is divided into seven broad sections:

e Sectionl: Introduction

e Section II: Demographics

e Section Ill:  Residential Supports for the General Aging Population: Current Trends

e Section IV:  Residential Supports for People with Developmental Disabilities: Current
Trends

e SectionV:  Growing Demand for Services for Older Adults with Developmental
Disabilities

e Section VI:  Current Trends and Practices in Residential and Other Supports for Older
Adults with Developmental Disabilities
e Section VII: Implications and Future Considerations

Before discussing best practices and emerging trends for older people with developmental
disabilities, readers must first understand the concept of “successful aging”. First introduced by
Robert Havighurst in “The Gerontologist” journal in 1961, the term successful aging refers to the
current movement in America to address the aging needs of the general population. It is vitally
important that the needs of aging adults with developmental disabilities are included in the
formulation of policy and practice working towards the successful aging of all individuals. In
addition, in order to understand the residential needs of older adults with developmental
disabilities one must first appreciate current trends in residential supports. The beginning
sections of this report provide a context for these discussions.

Two primary challenges have emerged during this review; the challenges experienced by
individuals aging with developmental disabilities and those experienced by their care providers.
These challenges are highlighted throughout this report. In fact, as one examines community
supports for older individuals with developmental disabilities it is important to examine the
balance between their needs and the capacity of their care providers to meet these needs.
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Section I1: Demographics

As a result of improved health care, individuals with developmental disabilities are living longer
than in past decades (Braddock, Hemp & Rizzolo, 2004). The average life expectancy of people
with developmental disabilities was 22 years in 1931 compared to 59 years in 1976 and 66.1
years in 1993 (Bigby, 2002). The cause of death for all individuals with developmental
disabilities mirrors that of the general population (i.e., cardiovascular disease, respiratory
ilinesses, and cancer), except for individuals with Down Syndrome who generally die earlier due
to dementia-related causes. One study found the average age of death was 63.3 years for males
and 69.9 years for females with developmental disabilities. Moreover, the researcher found that
28% of these older individuals with developmental disabilities had not been served by any
formal system although they utilized generic services (Bigby, 2007).

No specific census data exists on the number of older persons with developmental disabilities,
and thus we can only rely on estimates. There were an estimated 641,161 adults with MR/DD
age 60 and older in the US in 2000 (Heller & Factor, 2004). Fujiura (1998) estimated that 1.145
million adults with developmental disabilities aged 40 and older lived with their parents or other
kin-related caregivers who were aged 60 years or older in the United States. Based on current
estimates, experts predict the number of individuals with developmental disabilities age 60 and
older will nearly double to 1.2 million by 2030 when the last of the baby boom generation
reaches age 60 (Factor, 2005).

Similarly, we can only estimate the number of aging Missourians with developmental disabilities
but prevalence rates likely follow national trends. There are currently 1,492,451 Missourians
ages 45-65; 778,891 ages 65 and over; and 113,789 85 and over (U.S. Census Bureau, 2006).
Currently there are 2,361 individuals with developmental disabilities ages 55 and over that
receive services through Missouri’s Division of MR/DD. Moreover, there are approximately
818,911 individuals over the age of 65 in Missouri. Using a prevalence rate of 1.49% (Larson, et
al., 2001) there would be an estimated 12,201 older adults with developmental disabilities
currently living in Missouri.




Section I11: Residential Supports for the General
Aging Population: Current Trends

Throughout the current literature on the U.S. aging population, it is frequently noted that “by the
year 2030, nearly 20% of the population will be over age 65” (U.S. Federal Interagency Forum
on Aging-Related Statistics, Population Indicators, p. 2). The expectation of the aging baby-
boom generation to receive supports in their own homes or other least-restrictive settings, has
created nation-wide planning challenges to meet the impending residential service needs of this
“new” aging population. A 2006 national study funded by the U.S. Health Resources and
Services Administration found that:

National trends indicate that the elderly more frequently choose to receive long-
term care services in a variety of settings that are less restrictive than nursing
homes. In response to that trend, there has been rapid recent growth in the supply
of those alternative services and a flattening of growth in the supply of nursing
home beds (US HRSA, 2006, p. 5).

As a result of changing expectations, several trends have emerged in response.

Aging in Place (AIP): The AIP model “allows for adults to age in the least restrictive
environment of their choice” (Marek & Rantz, 2005, p.2). A 2004 Georgia Area Agency on
Aging report to assist local governments in planning for the aging of their constituents expands
on this notion:

Aging in Place strategies allow individuals to customize their own housing and health
care programs, by drawing primarily on friends, family, and neighbors, and then
supplementing these community supports with more in depth public services only as
needed. The result is a strategy that is both more tailored to the individual and more
affordable to the government. (Ball, 2004, p.22)

AIP trends have evolved in response to “undercare” and “overcare” of aging individuals.
“Undercare” occurs when an individual’s health, respite, housing and other needs are not
properly met, resulting in an extremely costly health or financial crisis (Ball, 2004, p. 22).
“Overcare” refers to “inappropriate long term care” that is provided because the individual is not
eligible for or cannot afford other care options (Ball, 2004 p. 22). Due to limited options, minor
health or support needs results in a move to a costly long-term care facility.

In 2004, the Missouri Department of Health and Senior Services and the University of Missouri,
Sinclair School of Nursing created an enhanced version of the Missouri Care Options program
called “Aging in Place”. The purpose of this study was to evaluate the clinical effectiveness of
the AIP program as an alternative to nursing home placement for long term care. Cost and
quality of care for those receiving supports in their home was compared to individuals with
similar needs who resided in a nursing home setting. Their findings supported the use of
community-based care for “some older adults in need of long term care services” and found the
AIP model “a viable alternative to nursing home care for many frail elders” (Marek et al., 2005,
p. 10).




Caregiving Issues: Central to successful aging in place is access to quality community care.
Currently:

A great number of elderly receive informal paid and unpaid care from friends, relatives,
or personal care workers who often have little or no training in health care. . . Informal

care, delivered by family and friends, will continue to be an important component of the
long-term care system (US HRSA, 2006, p. 8)

The National Family Caregiver Support Program (NFCSP) was added to the Older Americans
Act during reauthorization in 2000. A 2004 report by the National Conference of State
Legislatures funded by the US Administration on Aging on the impact of the NFCSP program
titled, “The State of the States in Family Caregiver Support: A 50-State Study”, reports:

Before passage of the NFCSP, state general revenues financed explicit caregiver services
in relatively few states. Some states have also covered respite care, an important benefit
for family caregivers, under their Medicaid Home and Community-Based Services
(HCBS) waiver programs. Today the NFCSP, Medicaid waivers and state-funded
programs provide the bulk of public financing to support family caregiving (Feinberg,
Newman, Gray & Kolb, 2004, p. iv)

The need for improved family caregivers support will be of increasing concern as more and more
individuals choose to care for their aging family member at home.



Section 1V: Residential Supports for People with Developmental
Disabilities—Current Trends

Over the past several decades a great deal of information has been collected and synthesized
concerning residential services for people with developmental disabilities. Clear trends have
emerged concerning shifts in where people with developmental disabilities live and how they are
supported to live there. In order to conceptualize best practices in residential supports for people
who are aging, it is important to first understand general residential service trends. This section
will summarize the latest findings associated with these trends.

General Residential Service Trends

Braddock (1999) notes that “the structure of the residential care system has changed markedly
over the past 20 years, as state-operated residential institutions reduced their census by two
thirds, from 150,000 to under 60,000 persons” (p. 155). Furthermore, he estimates the
concurrent rise of “the number of persons residing in 1- to 6-person settings expanded 10-fold—
from about 20,000 individuals in 1977 to the present figure of just under 200,000 persons” (p.
155).

While Braddock (1999) identifies the growth in the number of people being served in small
settings, he also notes the limited growth in the system’s capacity to address the increased
numbers of individuals with disabilities.

Overall system capacity . . . grew by only 36% over the 20-year period, an average
growth rate of just 2% per year. Given that the general population of the United States
increased by 22% during the past 20 years, the entire system of residential care grew at a
very modest pace. This is remarkable in light of the fact that public funding for
residential and community services expanded from $3.5 billion in 1977 to $22.8 billion in
1996, a growth rate of 167% after adjusting for inflation (p. 155).

Braddock and Hemp (1996) identify the Medicaid program as “the principle catalyst of system
expansion, both in terms of persons served and resources allocated” (p. 2). They also noted a
decade ago in 1997 that, “The dominant national trend today is clearly toward implementing
more family and community supports . . . while closing and consolidating state-operated
institutions (Braddock & Hemp, 1997, p. 241). Their findings are supported by many other
studies reported in the literature.

In a recent article, Lakin and Stancliffe (2007) discuss various trends associated with residential
supports for persons with intellectual and developmental disabilities. The authors discuss some
of the changes in residential services and supports that have taken place in the last thirty-plus
years. They looked at four trends in residential supports, three of which are summarized below
along with the policy foundation and the extant evidence.




Trend — From Institution to Community

The first area Lakin and Stancliffe (2007) discuss and reference in current literature relates to
the movement of people with developmental disabilities from institutional to community
residential settings.

Since 1967, and especially since 1977, a major shift has taken place in the use of
institutional settings (defined here as places with 16 or more residents) to provide
residential supports to persons with ID/DD. In June 1977, an estimated 207,356 (83.7%)
of the 247,780 persons with ID/DD receiving residential services lived in public and
private institutional settings with 16 or more residents. Twenty-eight years later, in June
2005, just 67,066 (16.3%) of the estimated 411,215 persons receiving residential services
lived in institutional settings...

During this same period, the number of residents in ‘‘community’’ settings with 15 or
fewer residents increased from 40,424 to 344,152 persons and the number of persons
with ID/DD living in nursing facilities decreased by 12,755 persons. (p. 152)

The authors attributed this trend to policy changes supporting the movement of people with
developmental disabilities from institutions to community based settings. For example, the U.S.
Department of Health and Human Services’ Healthy People 2010 report (2000) included an
objective that emphasizes the need for community-based care for persons with ID/DD:

Institutionalization and other forms of congregate care are inconsistent with positive
public health policy and practice. They diminish people’s opportunities to realize
essential features of human well-being: choice, control, ability to establish and pursue
personal goals, family and community interaction, privacy, freedom of association and
the respect of others (Objective 6-7).

In addition, on June 18, 2001, President George W. Bush signed an Executive Order supporting
the Olmstead decision and said: ‘‘unjustified isolation or segregation . . . is a form of disability-
based discrimination prohibited by Title 11 of the ADA” and stipulated that the nation *‘is
committed to community-based alternatives for individuals with disabilities.” (Executive Order
no. 13217, 2001)

Lakin and Stancliffe (2007) cite a number of studies® as evidence of the benefits of community-
based support and unequivocally state: “The research establishes clearly and consistently that
individuals with ID/DD experience greater personal freedom, more participation in social
activities, more frequent associations with family and friends when living in the community
rather than institutional settings” (p.152). They report some additional benefits in the reviewed
research including:

! Authors cite Prouty, et al., 2006

2 Studies reviewed include: Horner, et al., 1988; Kim, Larson & Lakin, 2001; Larson and Lakin, 1991; Prouty, et al.,
2006; Stancliffe and Lakin, 1998; Stancliffe and Lakin, 2005; Tossebro and Luneby, 2006
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Functional skill improvement - One important outcome of residential supports is
development of functional skills that increase individual independence. Since 1980, there
have been more than 3-dozen studies comparing changes over time in functional skills
associated with people’s movement from institutions to community settings.

These studies document substantial and consistent longitudinal increases in functional
skill levels (‘‘adaptive behavior’’) for persons moving from institutions to community
settings. (p. 152)

Parent attitudes - An [analysis of] 27 studies...found that prior parental satisfaction with
institutional care and reservations about community living in time turn into positive
attitudes about community services (more than 80% satisfaction in 9 of 10 studies).
[Researchers also] reported a similar long-term change toward families preferring
community services following deinstitutionalization. (p.152)

Cost effectiveness - With substantial, growing and often unmet demand for supports, the
cost-effectiveness of residential services is highly relevant. Although institutional
populations are decreasing, institutions’ ‘‘fixed costs’’ remain: “As state institution
populations decreased from 154,638 to 40,061 between 1977 and 2005, the cost per
person of operating institutions increased from $52,077 per year (constant 2005 dollars)
to $148,810 per year. As a result, decreasing state institution populations by 74% only
yielded real dollar savings of 24%.” (p. 153)

Finally, Lakin and Stancliffe (2007) make the following point concerning challenges to
sustaining this trend.

The major challenge in sustaining the movement from institutional to community settings
IS major state differences in commitment to doing so. In 2005, more than 60% of all state
institution residents lived in the one-third of all states (17) that have been slowest in
depopulating state institutions. In 1990, those same 17 states had housed only 42% of all
state institution residents. (p. 153)

Trend — Decreasing Size of Community Settings

Lakin and Stancliffe (2007) state that, “Recent decades have produced not only rapid growth in
the overall number of people with ID/DD receiving residential supports in the community, but
also an equally notable trend toward supports being provided in smaller residential settings” (p.
153). They cite the following statistics in support of the trend of community settings decreasing
In Size:

In 1977 almost half (49.5%) of the 40,424 persons receiving community residential
supports in community settings of 15 or fewer residents lived in group homes of 7-15
residents. By 2005, the total number of people receiving community residential supports
was 8.5 times greater than in 1977, reaching an estimated 344,149 people, but only
15.4% received community residential supports in places of 7-15 residents...In contrast,
the number of people with ID/DD living in settings with three or fewer persons increased
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by 21 times from an estimated 8,680 people in June 1977 (21.5% of the total) to 184,024
people (53.5% of the total) in June 2005. (p. 153)

In reviewing the existing research concerning the benefits of individuals with disabilities moving
to smaller community-based residential settings, the Lakin and Stancliffe concluded that:

Because size ranges in community residential settings are relatively restricted by the
operational definition of community settings as not having more than 15 residents and
also because 85% of persons living in community residential settings live in places of six
or fewer, the power to discriminate differences is often limited. Still, a number of studies
have indicated that smaller sizes within the range of community settings are associated
with more desirable outcomes.Overall, the weight of evidence suggests various benefits
of living like other citizens, in very small community settings. But findings of no size
related outcome differences have also been reported. A complicating factor in
interpreting such research is that differences in residence size may also be associated with
differences in service type (group home, semi-independent, supported living), staffing
arrangements and other factors, but few studies, generally because of small sample size,
have been able isolate the influence of such factors.® (p. 154)

Challenges to sustaining this trend are similar to those experienced in the movement from the
institution to the community. Lakin and Stancliffe (2007) state this concerning these challenges:

The continuation of movement of people to smaller community settings is challenged in
many of the same ways as continuing the process of deinstitutionalization, with the two
most prominent challenges being interstate variability and the demands placed on the
direct support workforce. (p. 154)

Trend — From Agency Housing to Homes of One’s Own

A third trend in residential supports discussed by Lakin and Stancliffe had to do with the concept
of supported community living*. Supported community living involves people controlling and
choosing where they live, who they live with and the services needed to achieve their life
outcomes. The authors (2007) comment that:

In the decade between June 1995 and June 2005 the number of people with ID/DD
receiving residential support outside of homes they shared with family members in homes
that were owned or rented in their names (own homes) increased substantially. In June
1995 there were 40,881 persons with ID/DD receiving residential supports in their own
homes (13.0% of all service recipients). In June 2005 states reported 101,143 persons
with ID/DD receiving residential supports in their own homes (24.6% of all reported
residential service recipients). (p. 154)

* Authors cite Tossebro, 1995

* Studies cited include: Bradley, et al., 1994 and Lakin and Smull, 1995
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The policy foundation for the shift from agency-controlled housing to people controlling and/or
owning their own homes is grounded in the “self-determination” movement and has to do with a
fundamental shift in power for people with disabilities. As Lakin and Stancliffe (2007) note:

Living in one’s own home changes the dynamics of service-delivery, because the home is
not dependent on a continuing relationship with a service provider. It establishes an
easily understood status, in which the person controls who enters their home. Specific
living arrangements and the amount and arrangements of paid and natural supports are
designed differently for each individual, based on decisions among competing priorities
as with other citizens (e.g., the cost of housing against other spending options). (p.154)

Lakin and Stancliffe (2007) found from their review of the literature that “contemporary research
comparing different types of community living arrangements shows that smaller, more
normalized community living arrangements, such as (semi-)independent living and supported
living are associated with better outcomes.” (p.155) They go on to cite the following findings
concerning semi-independent and independent living situations.

Comparisons of individuals living in group homes (full-time staffing) or in smaller semi-
independent households (drop-in staff support) reveal better outcomes for semi-
independent settings on: choice, self-determination, autonomy, satisfaction,
independence, lifestyle normalization, physical and social integration, domestic
participation, community participation, and personal well being.” (p. 155)

When the authors considered the evidence concerning the benefits of supported living, they
reflected the following:

Supported living participants generally own or rent their own home (controlling one’s
own home is a central aspect of supported living). Supported living participants have
been reported to experience a greater variety and frequency of community and social
activities, more participation in preferred activities, better compatibility with living
Compani60ns, and greater self-determination than participants in ‘traditional’ community
services'...

Individuals receiving support in their own homes exercise greater control over choice of
living companions than residents of more traditional community settings’

Choosing where and with whom to live is a defining feature of supported community
living. Gardner and Carran (2005) found a consistent and significant positive relation
between the outcome [as worded on survey for study]‘‘People chose where and with

> Studies cited include: Burchard, et al., 1991; Stancliffe and Wehmeyer, 1995; Stancliffe, 1997, 2005; Wehmeyer
and Bolding, 1999; Stancliffe and Keane, 2000; Stancliffe, et al., 2000

® Authors cite Howe, et al., 1998

’ Authors cite Howe, et al., 1998 & Emerson, et al., 2001
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whom to live’” and a number of other important outcomes, such as safety, and freedom
from abuse and neglect. (p.155)

While overall, the research demonstrates the benefits of community-based living, Lakin and
Stancliffe (2007) offered some caveats:

Where independent living had the best outcomes for those with mild/moderate ID, those
with severe/profound disability achieved the poorest outcomes when living
independently, and did better in supported living arrangements with more support®...

Jones et al. (2001) found that increased staff support for participation resulted in
greater resident participation in activities. However, the benefits were greater for
individuals with more severe disability. So, while regularly undertaking activities
independent of staff support is associated with skill development and achievement
of personal outcomes for people with lower support needs, it is not for persons
with severe disability, who instead require active support from caregivers for
successful participation in meaningful activities. (p. 156)

Many of the residential service trends discussed previously are also reflected in the recently
published report titled Residential Services for Persons with Developmental Disabilities: Status
and Trends Through 2005(Coucouvanis, K., Prouty, R., Bruininks, R., Lakin, K.C., 2006). Table
1 summarizes the trends detailed in the report.

Table 1: Patterns of Change in Residential Service Systems: 1977-2005

The number of residential settings in which people received services increased much faster than the
total number of service recipients. Between 1977 and 2005, the total number of residential settings in
which people with ID/DD received residential services grew from 11,008 to an estimated 152,322
(1,283.7%), while total service recipients increased by 66.0%, from about 247,780 to an estimated
411,215 individuals.

The nation moved from large facility-centered to community residential services. In 1977, an
estimated 83.7% of the persons with ID/DD receiving residential services lived in residences of 16 or
more people. By 2005, an estimated 83.7% lived in community settings of 15 or fewer people, and 70.8%
lived in residential settings with 6 or fewer people.

The role of the state as a residential service provider dramatically declined. In 1977, 62.9% of all
residential service recipients lived in state residential settings. By 2005, 12.8% of all residential service
recipients lived in state residential settings.

On June 30, 2005, there were an estimated 73,828 persons waiting for residential services. Based on
reports of 41 states it was estimated that 73,828 persons not presently receiving ID/DD services outside
their family homes are waiting for such services. It would require an estimated 18.0% growth in available
residential service capacity to provide residential services to all of the persons currently waiting.

Adapted from Coucouvanis, K., Prouty, R., Bruininks, R., Lakin, K.C., 2006, pp. iii-ix

& Authors cite Gardner and Carran, 2005
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The following table summarizes additional findings related to type of residential settings.

Table 2: State and Non-state Residential Settings by Type

Most people receiving residential services are residents of “congregate care settings.” Congregate
care is provided in settings owned, rented or managed by the residential services provider, or the
provider’s agents in which paid staff come to the settings to provide care, supervision, instruction and
other support. They include, but are not limited to ICFs-MR.

An estimated 275,073 persons with ID/DD lived in congregate care settings on June 30, 2005 (66.9% of
all residential service recipients). A majority of these persons (209,498 or 76.2%) lived in settings with 15
or fewer residents and three-fourths of those (156,610 or 74.8%) lived in settings with 6 or fewer
residents.

The number of people living in host family/foster care is slowly increasing. Between June 30, 1982
and June 30, 2005 the estimated number of people in host family settings increased from approximately
17,150 to 35,386 (106.3%).

About 24.6% of persons receiving ID/DD residential services live in their “own homes” that they
own or lease. An estimated national total of 101,143 persons with ID/DD receiving residential services
and supports lived in homes that they owned or leased for themselves. Between 1993 and 2005 the
estimated number of people living in homes of their own increased nationally by 198.4% as the
movement toward consumer controlled housing and supported living continued.

Three or fewer person settings An estimated 184,024 (44.8%) of persons receiving residential services
in 2005 were living in homes of 3 or fewer residents. This was more than 12 times as many as in 1982.

States reported a large number of service recipients living in their family homes. In 2005, an
estimated 533,048 persons received services in their family homes. This equals 56.5% of all persons
receiving ID/DD residential services in or out of their family homes.

Adapted from Coucouvanis, K., Prouty, R., Bruininks, R., Lakin, K.C., 2006, pp. iii-ix

The following set of statements capture some of the expenditure implications associated with the
changing patterns in the country’s residential service system

Table 3: Cost Implications Associated with Changing Residential Services

In 2005 expenditures for care in large state ID/DD facilities continued to increase and reached a
national annual average of $148,811 per person. Between 2004 and 2005 average annual expenditures
per resident in large state ID/DD facilities increased 7.1% from $138,996 to $148,811 (or an average of
$408 per day). The increase controlled for inflation was 3.5%.

In FY 2005 total ICF-MR expenditures were more than in FY 2004. In Fiscal Year 2005 total federal
and state expenditures for ICF-MR services were 12.1 billion dollars. This was an increase from 11.9
billion dollars in FY 2004. Comparable expenditures were 10.0 billion in 1997, $8.8 billion in 1992, $5.6
billion in 1987, $3.6 billion in 1982 and $1.1 billion in 1977.
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Table 3: Cost Implications Associated with Changing Residential Services

Per resident ICF-MR expenditures in 2005 continued to increase. In 2005 the average expenditure for
end of year ICF-MR residents was $119,162. This compares with the 2004 average of $114,132. The
average 2005 expenditure for average daily residents in ICFs-MR was $117,600, or 173.3% of the
average per resident expenditure of 16 years earlier

Expenditures for Medicaid HCBS recipients continue to grow and show substantial interstate
variability. In Fiscal Year 2005 expenditures for Medicaid HCBS recipients were 17.2 billion dollars for
443,608 recipients, a per end of year recipient average of $38,679 per year. Expenditures adjusted for
average daily HCBS recipients were $39,627 per person. This represents a 86.5% total or 5.8% average
annual increase in per average daily recipient average expenditures between Fiscal Year 1990 ($21,246)
and Fiscal Year 2005.

Medicaid expenditures are disproportionately greater for persons in ICFs-MR than HCBS
recipients. The annual Medicaid expenditures per average daily recipient of ICF-MR services was
$117,600 as compared to $39,627 per each HCBS recipient.

As a result, nationally in Fiscal Year 2005, HCBS recipients made up 81.3% of the total HCBS and
ICFMR recipient population but used only 58.6% of the total Medicaid HCBS and ICF-MR expenditures.
In FY 2005 total HCBS expenditures were greater than total ICF-MR expenditures in 38 states.

Adapted from Coucouvanis, K., Prouty, R., Bruininks, R., Lakin, K.C., 2006, pp. iii-ix

The report also identified that “the number of persons with ID/DD in Nursing Facilities
continues to remain relatively stable nationally but with major variations across states”
(Coucouvanis, K., et. al., 2006, pp. iii-ix). More specifically it identified that:

On June 30, 2005 there were an estimated 30,027 persons with ID/DD in Medicaid
Nursing Facilities. This compares with an estimated 32,899 in June 2004 and 38,799 on
June 30, 1992. Nationwide, in 2005, 6.8% of all persons with ID/DD receiving
residential services and 5.2% of all with ID/DD receiving services through Medicaid
ICF-MR, HCBS or Nursing Facility programs were in Medicaid Nursing Facilities. The
percentage of residential service recipients in nursing facilities varied from less than 5%
in 24 states to more than 20% in 2 states. (p. vii).
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Section V: Growing Demand for Services for Older Adults with
Developmental Disabilities

The 2005 State of the States in Developmental Disabilities reports that “the aging of the baby
boom generation into adulthood has been a primary driving force of increasing overall placement
rates and is contributing to the growing number of people with developmental disabilities
waiting for services” (Braddock et al., 2005, p.56 ). Beyond implications for the capacity of
service systems to meet these increasing needs, the number of family caregivers will greatly
increase as they fill the widening gap in support and services and as more people choose to
support their family member in their homes.

There are a number of factors affecting this growing demand for services to support older adults
with disabilities which are discussed below.

Aging of Family Caregivers

One of these factors directly affecting the growing demand for services is the aging of family
caregivers who have supported their sons and daughters at home all of their lives. Braddock
(1999) reflects this trend and some of the factors that are contributing to it as follows.

The aging of our society directly influences demand for developmental disabilities
services. This occurs because the majority of people with developmental disabilities in
the United States currently reside with family caregivers. As these caregivers age beyond
their caregiving capacity, formal supervised living arrangements must be established to
support their relatives who have disabilities. It is logical to assume that the size of the
cohorts of people with developmental disabilities living with aging family caregivers in
each state would correspond closely to the size of waiting lists for residential services in
those states.

The aging of our society is a product of several forces, primary among them the size of
the baby boom generation (persons born during 1946 to 1964), declining fertility rates,
and increased longevity. Baby boomers will begin to reach age 65 in about 11 years--in
2010. The number of persons in our society age 65+ years is projected by the U.S.
Bureau of the Census to be 35 million persons in the year 2000; the number will double
by the year 2030 to 70 million...due to the aging of the baby boom cohort (U.S. Bureau
of the Census, 1996). Currently, 12.8% of the U.S. general population is age 65+ years.
Census Bureau demographers anticipate that this percentage will grow steadily for the
next 3 decades, finally leveling off at 22% of the U.S. population in 2030 (p.1).

Braddock goes on to say that “understanding the impact of aging on the increased demand for
developmental disabilities services in the states requires an appreciation of the prevalence of
developmental disabilities in our society”(p.2). Fujiura (1998) used a prevalence rate of 1.2%, to
estimate in 1991 that “60% of persons with developmental disabilities in the United States
resided with family caregivers as opposed to living on their own or within the formal out-of-
home supervised residential care system in the states” (p. 225).
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In the 1998 State of the States in Developmental Disabilities, Braddock and his colleagues
(1998) updated Fujiura’s findings in a study that looked at the formal out-of-home residential
system and U.S. population growth through 1996. Braddock et. al. (1998) found that 1.89
million of the 3.17 million persons with developmental disabilities in the U.S. population in 1996
were receiving residential care from family caregivers. This ‘informal’ system of residential care
served about five times the numbers served by the formal residential care system (394,284
persons).

Fujiura's (1998) data “indicated that 25% of individuals with developmental disabilities across
the United States lived with family caregivers age 60+ years” (p.232 ), and an additional 35%
were "in the households of middle-age caretakers, for whom transition issues were near term
considerations” (p. 232). Braddock’s (1998) study, updating the numbers through 1996,
estimates the size of the aging family caregiver cohort was 479,862 persons. Currently, over 10
years later, the cohort of aging family caregivers is increasing exponentially in size along as a
part of the aging of the baby boom generation.

People with Developmental Disabilities Are Living Longer

There is ample evidence cited in the literature that the increased life span of older adults with
developmental disabilities parallels that of the general population. Braddock (1999) identifies
increased life span as another significant factor contributing to the increasing demand for
MR/DD services. He cites the following findings in support of this trend.

The mean age at death for persons with mental retardation was 66.2 years in 1993--up
from 18.5 years in the 1930s and 59.1 years in the 1970s. The mean age at death for the
general population is 70.4 years (Janicki, 1996). Janicki (1996) observed that with
continued improvement in their health status, individuals with mental retardation--
particularly those without severe impairments--can be expected to have a life span equal
to that of the general population. Longevity has increased dramatically for persons with
significant developmental problems such as Down syndrome. Average age at death in
the 1920s was 9 years for this group; it rose to 30.5 years in the 1960s and 55.8 years in
1993...

As the lifespan of persons with developmental disabilities increases, they require long-
term care for longer periods of time. This directly impacts on the finite capacities of
service delivery systems in the states. The increased life expectancy of persons with
developmental disabilities between 1970 and the present accounts for a significant
percentage, perhaps as much as 20% or more, of the long-term care resources now being
consumed by such persons in the formal out-of-home long term care service system...

The likelihood of older persons with developmental disabilities living into their own
retirement and outliving their family caregivers has increased substantially in recent
years. This has, in turn, stimulated a growing need for more services and supports. The
need to provide these services is frequently unanticipated by federal, state, and local
agencies, often resulting in a crisis situation for families in the most extreme cases of
need. It is unfortunately not an exaggeration to note that many family caregivers must
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die before the relative with disabilities they are caring for receives appropriate residential
and community services from the state system. (p.1)

Based upon aging and dying of long-time family caregivers, and the expanding life-span of
individuals with developmental disabilities beyond that of the family caregiver, Braddock (1999)
offers the following policy considerations and recommendations.

Aging of the nation's population, marked improvement in the life-span of persons with
developmental disabilities, and our country's traditional reliance on families to provide
most developmental disabilities long-term care are currently having profound impacts in
the states, and these impacts will increase dramatically in the years ahead. We can
anticipate increased pressures on family caregivers, especially in states with a large
percentage of older citizens, and in those many states that have yet to develop an
extensive array of community services and supports.

A major problem is the fact that only 3% of the total funding base of $22.8 billion in the
developmental disabilities field is currently targeted toward family support services. A
similar minuscule percentage of total funding (4%) is allocated for consolidated activity
in supported living, personal assistance, and supported employment. The remaining 93%
of the field's funding base finances residential and vocational facilities, including large
public and private institutions, sheltered workshops, and other primarily facility-based
services.

The federal government should encourage greater flexibility in resource allocation
through use of the HCBS Waiver and other Medicaid Waivers. In-home support
programs and cash subsidies frequently prevent more costly placements in institutions,
nursing homes, and other residential settings where costs often exceed $100,000 per year.
States and community providers need greater flexibility to access HCBS Waiver funds
for families and consumers on waiting lists.

The Medicaid state plan amendment process is cumbersome in many respects. The
federal government should provide additional incentives to states to reallocate Medicaid
ICF/MR funding to community and family support objectives that address waiting list
and aging caregiver issues.

Personal assistance legislation (MICASA, the Medicaid Community Attendant Services
Act, H.R. 2020) should be supported. Improved coordination between Older Americans
Act services and the MR/DD service system should be stressed.

The states should also be encouraged to adopt waiting list reduction initiatives and to
conduct independent special studies of the number of persons awaiting various
developmental services in the states. The state developmental disabilities planning
councils and university affiliated programs should assist in carrying out such studies. (p.
3).
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Section VI: Current Trends and Practices in Residential and Other
Supports for Older Adults with Developmental Disabilities

General Overview: Individuals with developmental disabilities and the general population at
large are faced with a multifaceted, usually stressful, transition to later life. This includes
retirement, illness, loss of others, relocation and institutionalization (Doka & Lavin, 2003).
There are a number of best practices identified in the literature and indicated in responses by 27
responding state MR/DD agencies in a survey conducted to accompany this literature review.
These practices are related to planning for, addressing the changing needs of, and promoting
successful aging for older adults with intellectual and developmental disabilities. These include:

1. Aging in place.

2. Promoting choice of and choice within residential settings coupled with other services and
supports.

3. Collaboration between state MR/DD and aging agencies.

4. Training and effective use of resources (e.g., training caregivers to understand preventative
health care measures that can avoid unnecessary and abrupt transfer to restrictive settings like
nursing homes).

5. On-going research and evaluation on the most effective means to provide community
supports and services for adults with developmental disabilities as they age.

The following discussion provides additional information on each of these practices:

1. Aging in Place: Implications for People with Developmental Disabilities

Currently individuals with developmental disabilities are aging in a variety of settings that
include their own homes; family members’ home; group homes; nursing homes; and large,
congregate institutions. The UMKC — IHD (Rinck, 2007) interviewed 21 state MR/DD agencies
concerning services and supports for older adults with developmental disabilities residing in their
state. Of the state agency representatives interviewed, all 21 reported that they prefer to support
people to age in place. For example, Florida’s agency representative stated: “[it] would be
based upon specific needs and desires of individuals but we support people aging in place with
wrap around services designed to meet their needs.” In addition, none of the agency
representatives reported that they had congregate care facilities (16 or more residents) for older
persons with developmental disabilities and none were contemplating building such facilities.
Many states also discussed the movement of older individuals with developmental disabilities
from ICF-MRs, where they had lived most of their life, to smaller facilities.

Given that living options for older adults with developmental disabilities are typically different
than that of the general population, the use of the concept of “aging in place” for this population

should be considered in reference to the following findings. A 2001 report by the Joint Center
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for Housing Studies at Harvard University states: “Successful aging-in-place programs minimize
the provision of inappropriate care, and therefore the costs, by offering a range of flexible
services and calibrating those services to fit the needs of the individual” (Lawler, 2001, p. 15). A
successful aging in place model as it relates to people with intellectual and developmental
disabilities addresses the person-environment fit to minimize inappropriate levels of treatment
that keeps the individual in the least restrictive environment possible. Bigby (2004) describes
person-environment fit as it relates to aging in individuals with intellectual and developmental
disabilities as “maximiz[ing] choice for an older person by allowing them to remain in the living
situation of their choice for as long as they wish and are able to . . . through adapting the
environment to the person rather than moving the person to a new environment.” (Bigby, 2004,
p. 159)

Experts in the field of aging and developmental disabilities have referenced the challenges of
aging in place in settings such as group homes, family homes and supported living arrangements
as “the problem of fragility of older individuals living in a community setting and the demands
that increased frailty makes upon the support systems and the environment” (Janicki, 1994).

State MR/DD agencies (Rinck, 2007) reported that the changing support needs of aging
individuals with developmental disabilities within a number of settings were addressed by an
adaptation in services or the use of assistive technologies. Most states reported movement to
nursing or medical facilities only occurred for critical medical needs that could not be met in the
residence of choice.

Bigby (2004) identified the following three major residential settings for individuals aging with
developmental disabilities:

e Semi-independent or Supported Living — independent housing in the community that
separate residential services from support services.

e Group Living — small settings (3-6 or 3-10 people) or large settings (6-60+ or 10-60+)
that ties residential services directly to support services.

e Communal Living — living in a room in a building with others and partial integration of
residential services and support services. (p. 161)

When asked to identify best practices related to residential settings and living environments for

older adults with developmental disabilities, the 21 state representatives provided a range of
responses (see Table 4).

21



Table 4: Best Practices For Living Environments For Older Adults
With Developmental Disabilities

Group home in community setting with 24 hour staff supervision and medical back up if needed
(Massachusetts)

Their own homes (Indiana)

Same as everyone else — their choice, whatever meets their needs. (Kansas)

Not sure. Depends on what the individual wants. Should be like non-developmentally disabled peers
(Delaware)

Should be a program designed for all seniors (not just those with developmental disabilities); adult day
care centers are for all seniors. The person with a developmental disability should be treated to their non-
disabled peer (Alaska)

Age in place with continued balanced supports brought in (Georgia)

Whatever the person wants (Arizona)

This is hard to say except that it has been individualized to the person, their life experience, their present
medical situation (Maine)

Home with familiar friends and support needs. A family like home (Hawaii)

As much as possible live where people without disabilities live. Stay in own apartment or small group
setting. (Illinois)

Hope [for] aging in place (Connecticut)

Aging in place (Kentucky)

If individuals are happy and thriving in their current living situation, supports should be adjusted to meet
their needs associated with the aging process. (Florida)

Where choose to live and with whom (California)

Integration with persons without disabilities; Spacious home on one level with assistive devices
(Maryland)

Aging in place (Louisiana)

Environmental supports and modifications with particular attention to sensory processing needs. We need
to focus on using the physical environment as an aide rather than a barrier. (New York)

Note. From Survey of State MR/DD Agencies on Residential Service Provision and Practices by
C. Rinck, 2007. Kansas City: UMKC- Institute for Human Development.
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Table 5 delineates state MR/DD representative responses when asked to identify the ideal
program for older persons with developmental disabilities:

Table 5: State MR/DD Perspective On Ideal Program for Older Adults With
Developmental Disabilities

Small setting of 4-6. Link to clinical experts for gerontological expertise; 24 hour staff, if needed; people
geared to issues in aging. (Massachusetts)

What the individual wants that they need; They should live where they want and the state should bring in
supports; the services meet the individual needs of the individual (Kansas)

Depends on the individual needs (Delaware)

Help to age in place; create flexibility between aging and development disability agencies; resources to be
a seamless system to the individual (Georgia)

Whatever the person wants (Arizona)

Shared living with a loving family if they cannot be on their own.(Maine)

Tailored to individual needs; meeting health and medical needs; Look at what individual wants to do
(e.g., recreation). What they want to do is important (Hawaii)

State pays zero for room and board; no housing subsidies. Public housing for generic poor people. Every
new apartment with public housing should have accessible units. Integrate person into generic housing;
choose where to live and with whom you want to live. Provide supports and services within budget
restraints. Focus developmental disabilities money on services and adaptive equipment (e.g., emergency
home response system). Life to be as similar to the rest of the population (lllinois)

Aging in place but ability to have supports and services needed, including nursing. (Connecticut)

Just started consumer directed; remain in own home as long as possible; See if needs supports which can
be brought in. If have been living at home and need to move, try to obtain community based setting in
same neighborhood, if possible, to have same friends and neighbors; person centered planning is the
direction this state wants to go (Kentucky).

Based upon the needs and desires of the individuals with specialized providers who have training in the
needs of elders with developmental disabilities (Florida)

To spend quality time in what they want to do and live in facilities they want to live in (California)

Home based surrounded by people who care for them with the things they care about (Maryland)

Based on individual needs (Louisiana)

One designed for older individuals with options for program activities within the home on days when the
individual is too frail to go out or the weather is too threatening. There would be sufficient staffing for
day activities in the community and for the community to participate in activities within the home. For
example, Herkimer ARC has a home with a direct enclosed connection to the senior day program. Staff
are specially trained on medical care and health and wellness. There are 8 individuals who reside at this
house. This would be my ideal with the addition of Telemedicine support. (New York)

Note. From Survey of State MR/DD Agencies on Residential Service Provision and Practices by C.
Rinck, 2007. Kansas City: UMKC- Institute for Human Development.
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Structuring, planning and supporting individuals to age in their own homes through the use of in-
home supports and services, has traditionally not been considered an option let alone the first
option for older adults with developmental disabilities. Newer models of residential support for
people with developmental disabilities have made in-home support increasingly available, even
for individuals with the most severe disabilities and complex needs. A 2000 study in Minnesota
found:

The evolution of service delivery and funding policies has greatly increased the range of
housing options for people with developmental disabilities. In many places, separating
service and financing from housing selection has helped thousands of persons with
disabilities realize desired lifestyles. In Minnesota and across the nation, persons with
developmental disabilities, their parents, service coordinators, housing authority personnel,
and others have been acquiring experience, sharing expertise, and developing programs to
assist persons with developmental disabilities to live where they want, as they want, in
homes that are truly their own, and to still receive the basic services they need. (ARC of
MN and the University of Minnesota, 2000, p. 7)

Alternative community housing options, flexible funding mechanisms, and individualized sup-
port systems allow service users to pay for personal assistance and homemaking services, share a
home with a roommate without disabilities, or participate in cooperative living arrangements
with paid staff (O'Connor & Racino, 1993). When considering where to live, individuals with
developmental disabilities may use person-centered supports, including housing stipends and
personal assistance, to promote choice and self-determination (Racino & Taylor, 1993). Family
members and professionals should respect the desire of the older adult with a developmental
disability to remain in the family home and offer supports and services to address both caregiver
and individual needs when possible.

Available research on residence size and individual outcomes in small community settings
indicates there is generally more choice and self-determination for residents in very small
settings (Conroy & Yuskauskas, 1996; Schalock, 1994; Stancliffe, 1997; Tossebro, 1995).
Further, Conroy & Yuskauskas (1996) reported greater residential satisfaction, more community
integration, better skill acquisition, and more individualized treatment in smaller settings.
Studies that address the relationship among residence size, funding program, and expenditure
provide a less clear-cut picture since the relationship depends on financing policies, different
levels of staffing, and even factors such as program history (Stancliffe, et al., 1998).
Additionally, a match for the residential needs of the individual (both physical and support-
wise), including staff trained to understand and support the individual, was found to be a more
relevant predictor of successful aging in place (Davies et al., 2000).

2. Choice in Housing and the Emerging Practice of Self-Directed Services and
Supports

Choices in Housing Options: Separating residential, in-home services from support services
(the people/agencies that provide the supports) is a growing trend in disability services.
Traditional practices couple support services with residential funding and restricts individuals’
residential service choices. As O’Brien (1991) notes, “when housing and support services are
tied together, individuals are vulnerable to funding changes and other pressures affecting the
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agency providing support . . . [and] they are less free to change agencies from which they receive
support services” (p. 8). More recently, some state agencies have allowed individuals’ to
maintain supports regardless of their choice of residence, which can promote both “quality of
life” and “quality of supports.” Indeed, research indicates that when states disconnect support
services with residential services, individuals’ heath care status, quality of life, adaptive
behaviors and ability to match services with actual needs improve (Llewellyn, & Gorman, 2006;
Emerson E., Robertson, J., Gregory, N., Kessissoglou, S., Hatton, C., Hallam, A., et al, 2000;
O’Brien, 1991). For example, Dew, Llewellyn, & Gorman (2006) studied women with
intellectual and developmental disabilities between the ages of 55 and 82 years old (mean-68
years) living in community-based homes with supported services. They found that the women’s
“lives were better now than when they were younger because they had more autonomy and
leisure living in the community, rather than earlier in their lives when they were living in

institutions or under the control of their families” (p. 914).

Across the country there exists a variety of residential service options for older individuals with
developmental disabilities. Table 6 provides a summary of the relative advantages and
disadvantages of some of these options.

Table 6: Chart to Aid Individuals Aging with a Developmental Disabilities

In Exploring Options for Residential Services

Community residences
(any of the group living
residences, in neighborhood
settings, offering
supervision, services, board
and care

Advantages

continued stay in home-like setting
stable financing

use of medical personal care for persons
with special needs

adaptability of program due to flexible
regulations

better community medical care
flexibility of day program

Disadvantages

problems with physical barriers when aging in
place

need to supplement health/nursing services
cumbersome rate appeal process problems with
day coverage when residents retire

need for staff training in aging increased need for
in-house programming

Intermediate Care
Facilities for Persons with
Mental Retardation (ICFs-
MR)

(a small neighborhood group
living residence, offering
supervision and special
services; uses Medicaid
funding)

Advantages

stable financing

available health/nursing care
building usually more adaptable
more professional/clinical staff
per diem to cover increased cost

Disadvantages

problems with surveyors who question the
continued benefit of program for aging-related
service impairments

loss of "home-like" atmosphere with medical
focus

medical, not retirement focus problems with day
coverage when residents retire

funding limits due to Medicaid screens

active treatment requirement requires creative
approach to goal planning

Supportive apartments
(individual or small group
living in apartments where
seniors live independently -
but may receive periodic
visits from a staff person)

Advantages

normalizing environment

easy access to community amenities
maintaining social network

greater autonomy

eligible for in-home aging services
may be Waiver eligible

Disadvantages

lack of easy access to medical care
need to move when become impaired

frailty leads to restricted mobility not a reality for
many individuals who function with few self-care
or independence capacity skills

Foster family care
(living with a surrogate
family in the family's home;

Advantages

grandparent/family model
long term arrangement

Disadvantages

family caregiver turnover due to aging
physical barriers in “aging in place”
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Table 6: Chart to Aid Individuals Aging with a Developmental Disabilities

In Exploring Options for Residential Services

board and care provided)

high community integration potential
availability of Medicaid personal care
availability of monies for home
modifications situations

potential isolation from peers
less easy medical care access

Supports to live at home
(supports to older person and
family in family home)

Advantages

remaining with family

access to family/community physician
retirement possible

available in-home supports

Disadvantages

burden on family, specially to elderly parents
need to tie-in day care for respite

sometimes not known to system

support services need to be brokered

Shared housing (group
living residences for older
adults who share household
responsibilities and living
expenses; usually no live-in
supervision is provided)

Advantages

normalized living with other seniors
similar to group homes but without staff

does not require site selection
operated by not-far-profit groups
relatively inexpensive to operate

Disadvantages

untried for seniors with developmental disabilities
limited to seniors with high independence capacity
and skills

difficulty in finding housemate matches

zoning barriers may be a problem

no agency to provide oversight and supports

Congregate housing
(publicly operated
congregate housing for
locality's senior citizens;
independent living
expectations with some
on-site supports
provided)

Advantages

eligibility age and residency
living with age peers

some support services on premises
physically accessible housing

two meals per day provided

Disadvantages

competition with other elderly for scarce units
may need own transportation

variable housing quality (depending upon town)
need to provide supports

Accessory
apartments/units
(accessory apartments built
into family home or free-
standing units placed on
property adjacent to family
home - ECHO units)

Advantages

independent living near relative
can live with housemates
relatively economical ,to live in
no regulatory constraints

eligible for in-home aging services

Disadvantages

not permitted in every community

removal requirement

loss of equity

no "program" support monies

need to tie-in to day services

possible loss of residence when family moves or
parents die or themselves become frail

Home equity conversion
(conversion of assets of
high-equity homes by
homeowner to provide
monthly support funds for
living In home)

Advantages

older disabled adult can be co-owner
continued living in own home

regular monies to live on

can be used to support a shared housing
unit

guaranteed security for set time

Disadvantages

loss of home when equity runs out of home
may need agency tie-in for supports

outside help for home maintenance
inaccessibility of amenities if suburban/rural
obtaining equity mortgage dependent upon
location and housing market

Naturally occurring
residential communities
(places not originally
planned or intended as
communities for older
people, but where at least
half of the residents are now
age 60 or older.)

Advantages

some social services available

can prevent early institutionalization
living in community and neighborhood
setting

friendships and socialization

clubs and activity groups

Disadvantages

means living with mostly seniors

informal services

many communities not providing Special services
no special funding available

Note. Adapted from: Building the Future: Planning and Community Development in Aging and Developmental Disabilities (p.121-
124), by M. P. Janicki (1991). Albany, NY: New York State Office of Mental Retardation and Developmental Disabilities
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Emerging Practice: Self-Direction and Individualized Budgets for Older Adults with
Developmental Disabilities: Self-direction and the use of individualized budgets is another
emerging practice that supports increased choice in housing and community supports for older
individuals with developmental disabilities. Since the late 1990’s states have begun to
implement programs that allow individuals with developmental disabilities to self-direct their
services. These movements began with Cash and Counseling demonstrations in three states. The
Center for Medicaid and Medicare Services (CMS) further expanded these practices through
their Independence Plus and the HCBS 1915(c) waiver template, programs that include many
individual budget and self-direction options.

Missouri is at the forefront of the self-direction and individualized budget trends. Missouri’s
Division of MR/DD has operated a self-direction program since 2002, has participated in a CMS
Independence Plus demonstration grant, and is currently in the process of significantly
expanding self-direction as a primary service activity.

Nationally, as well as in Missouri, individuals electing to self-direct their services have tended to
be younger. States are currently exploring the possibility of extending these options to older
adults, including older adults with developmental disabilities. Although there is no research
specific to the older adults with developmental disabilities, a Kaiser Commission on Medicaid
and the Uninsured issued a 2007 report (“Beyond Cash and Counseling: The Second Generation
of Individual Budget-based Community Long Term Care Programs for the Elderly”) that offered
several considerations that can be extrapolated to older adults with developmental disabilities.

Longer experience, larger enrollments, and evaluation evidence are needed to reveal
how different program designs perform in attracting older participants and
achieving better outcomes for them, as well as the implications for state spending:

In most states, enrollments among older beneficiaries remain low, and long term impacts
on their use of nursing homes, participant outcomes, and cost savings relative to standard
benefits remain to be demonstrated empirically. (p. 3)

Newer designs that allow older beneficiaries to choose whether to manage a budget
for all home and community-based services or only some services may increase
participation: These designs differ fundamentally from “all or none” programs, so states
should be cautious about relying too heavily on evaluation results from programs using
the original Cash and Counseling design...

For example, participants may choose to receive a budget to pay for a single personal
care worker and use traditional services for all other supports. This additional dimension
of participant choice may make an individual budget more manageable for a larger and
more diverse population, and perhaps more appealing for older beneficiaries. Evaluation
results from such programs may be particularly valuable for some states considering an
individual budget option for older beneficiaries but wanting to take smaller steps and not
incur the costs of implementing a more comprehensive model...

It is important to continue to monitor the evolution of the individual budget model and
variants on it, as well as other innovations in the organization and delivery of public long
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term care services for the older population and others. It remains to be seen how many
states will choose to take advantage of the new DRA provisions for their older
beneficiaries or others, and how many additional states will choose to pursue waivers for
individual budget programs. (p.3)

Participant Choice: Choice of whether to participate is an important design feature for
both states and beneficiaries. Consumer direction is not preferred by all long term care
recipients and may not be appropriate for some.

For example, there is evidence that a smaller proportion of elders than younger persons
with disability historically and in the Cash and Counseling Demonstration have been
interested in the risks and responsibilities of managing an individual budget, and officials
in some states have expressed doubt about the appropriateness of the model for older
beneficiaries (Phillips, Mahoney, Simon-Rusinowitz, et al. 2003, Coleman 2003, Tilly
and Wiener 2001). On the other hand, some persons whom the state might consider
unlikely to succeed may nevertheless wish to try managing an individual budget.
Participants also may find that they prefer to return to traditional benefits, and changes in
physical or cognitive status may make the model less manageable for some participants
over time. In addition, the extent of beneficiary choice with respect to the range of
services and supports they are allowed to direct may affect both willingness and ability to
participate.

With these expanded choices and opportunities for greater control over their own care,
however, beneficiaries must be willing to assume some of the management and fiscal
responsibilities traditionally borne by agencies. Thus, the most fundamental choice for
participants is whether to participate or to continue participating. This choice may be
particularly important for older beneficiaries. Under Arkansas’ Cash and Counseling
demonstration, a larger proportion of older enrollees who voluntarily disenrolled reported
problems handling either management of workers or fiscal responsibilities (Schore and
Phillips, 2004).

Participant Support Systems: CMS requires state programs to include systems for
supporting beneficiaries in developing and managing their budgets and obtaining needed
services. Assistance with hiring, training, and supervising workers and managing the
financial responsibilities associated with paying a worker have been found to be key
program elements affecting elderly participants’ continued involvement.

Discussion and Implications: States have shown increased interest in the individual
budget model as an option for the elderly in their long term care programs. They also
have shown considerable creativity in designing programs. Nearly half the states and
CMS believe that the model has the potential to improve satisfaction with and access to
needed care among at least some older Medicaid beneficiaries and to allow more of them
to remain in the community. In addition to the 10 states with operating programs
discussed in this report, another 12 were actively planning or close to implementing
programs for older beneficiaries, as of January 2006 (Spillman, Black, and Ormond,
2007).
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Five of the seven states that have implemented individual budget programs for the elderly
since the Cash and Counseling Demonstration have used 1915(c) waivers or plan to do
so. Of the 12 additional states that are in the process of implementation, all but two also
are using or intend to use 1915(c) waivers. Under Section 1915(c) waivers, only persons
who have disability severe enough to meet a state’s functional criteria for nursing home
admission are eligible for HCBS benefits.

CMS has increased its support and technical assistance for states wanting to implement
such programs. The DRA will allow states to include the individual budget model
without waivers in both their state Medicaid plan personal care benefits and a new
optional HCBS benefit, beginning January 1, 2007. Thus, it is clear that the model has
evolved from a promising experiment to a mainstream service delivery option.
Nevertheless, it is also clear that the ultimate reach and impact of this model and optimal
designs for the older population remains uncertain.

3. Agency Collaboration: MR/DD and Senior Services

An additional practice that has been sited as an effective vehicle through which to address the
residential and community support needs of older individuals with a developmental disability has
been collaboration between the state agencies responsible for developmental disability and aging
Services.

Coordination between aging and disability service systems would maximize the resources for
both respective agencies as well as increase their capacity to provide the most appropriate
services to the individual. Davies et al. (2000) speaks to this stating “the coordination and
facilitation of service coordination, training activities and interagency collaboration . . . needs to
evolve constantly into more options for people with disabilities as they age. Outcomes should be
oriented toward the individual’s overall quality of life rather than toward treatment for specific
problems” (p. 258). However, in order to expand service options and serve greater numbers of
individuals, state funds must be maximized. Accordingly, Davies and his colleagues (2000) state
that “budget initiatives to encourage the evaluation and reinvestment of existing resources are
essential. . . evaluation is also necessary to ensure that some people are not overserved while
some are underserved” (p. 265).

The 2005 White House Conference on Aging identified the need for a “coordinated Long-Term
care strategy” as one of their top 10 resolutions. Another report on the ability of aging and
developmental disability agencies to collaborate showed that the agencies were “two train tracks
running side-by-side” (Sherman & Bloom, 2000, p.505). Indeed, Berkobien & Davis (2000)
studied the level of coordination among agencies in New York State serving the aging population
with a developmental disability. He found a lack of coordination among agencies, which in turn,
strained MR/DD service delivery and made it difficult to “[meet] the needs of people when those
needs travel outside of the singular realm of developmental disabilities” (p. 110).

As a result of this and other studies, federal commissioners of the Administration on Aging and

the Administration on Developmental Disabilities are strategizing how their respective agencies
can work together to strengthen the long term support services system to benefit people with
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disabilities of all ages. Similarly, many state agencies are examining similar practices. Many of
the state agency representatives surveyed reported that they are developing partnerships with
other state agencies which they have found to be mutually beneficial. Finally, a recent study
suggested additional strategies such as collaborative retreats and reciprocal staff internships
improved the understanding of how the other agencies work and strengthened relationships
(Sherman and Bloom, 2000; Janicki 2000).

4. Age-Related Changes and their Impact on Individuals, Caregivers and
Environment

Disability-related literature repeatedly emphasizes the importance of training and resources for
service providers, families, formal caregivers, health care providers and other individuals
providing support or services to older adults with developmental disabilities. The following
discussion delineates the major training and resource needs.

Age-Related Changes in Health and Adaptability

Aging individuals with developmental disabilities experience the same health problems as the
non-disabled population (e.g., visual changes, cancer) (Janicki et al, 2002). In a study of older
persons with developmental disabilities (over the age of 40), 81% had health ratings of “good” to
“excellent.” Those who were more obese had a higher chance of lowered health outcomes.
Several parameters that can affect heart disease are sometimes present in older persons with
developmental disabilities including obesity and lack of exercise (Mughal, 2000). Janicki and
his colleagues (2002) found that almost 50% of individuals in the population studied were at
least overweight, although physicians did not note this as a problem.

The onset of dementia can further complicate age-related health changes for adults with
intellectual and developmental disabilities. Dementia is a prevalent cause for continued
institutionalized or movement to institutional settings for older adults with and without
developmental disabilities.

Janicki, McCallion and Dalton (2000) address aging in place, even for individuals with
developmental disabilities that show signs of dementia. They believe that since the person will
be changing in their needs, resources can be provided to address the changing nature of the
home. They also emphasize that staff adaptations may need to be made and training specific to
the needs of an individual exhibiting signs of dementia conducted. Environmental modifications
may also have to be made to address the changing needs and safety issues. They suggest that the
point of movement to a specialized facility depends on the comfort of the agency in supporting
the individual and the degree of need of the person with dementia for specialized care.

Janicki and his colleagues (2000) also identified a variety of design objectives and situational
management in community group homes providing dementia care as essential components to
effective services (e.g. designing the group home for safety and security, establishing criteria for
acceptance of behavior).

In addition to age related changes in health there are also changes in adaptability as people age.
For example, aging adults with developmental disabilities, as well as the aging population as a
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whole, exhibit diminished levels of adaptability to when transitioned to institutional residential
settings, such as a nursing home (Heller, T., Miller, A. B., Hsieh. K., 2002).

Training provided for caregivers and individuals in providing effective healthcare and behavioral
supports can assist an individual with age related changes in health and adaptability to age in
place with a higher quality of life.

The impact of these health and behavioral changes reaches well beyond the individual
themselves. The changing care needs, increased complexity of heath care needs, and changes in
adaptability also impact formal and family caregivers. Following is an overview of impacts of
aging on the individual, the caregiver, the environment, and associated practices to address
related training and resource needs.

Impact of Age-Related Changes on Formal Caregivers in Residential Settings

Providing formal caregivers with the training they need to understand changes in caregiving
issues related to aging and its processes could help in their ability to assist in many aspects of
care (e.g., screening for dementia, understanding drug interactions, adapting the environment).
Felce and Emerson’s (2001) research found:

Staff orientation, working methods, and performance are important influences on
outcome and have not received the attention they merit. There is some evidence that
greater “resident- orientation,” an orientation toward offering choice and opportunities to
participate and more thorough planning of opportunities are associated with greater
household and community activity. There is also evidence that the extent and nature of
the attention residents receive from staff influences outcome, and that training staff can
have a beneficial effect. However, training and staff performance need to be matched to
the support needs of residents . . . There is little evidence to suggest that higher staff-to-
resident ratios lead to uniformly better outcome. Research suggests that staffing levels
need to be matched to the support needs of residents and that either overstaffing or
understaffing may constrain outcomes. (p. 75)

Wherever the aging individual with intellectual and developmental disabilities resides, cognitive
and physical changes may require an adaptation in the residential environment. Adaptations to a
physical environment are a determinant of whether an individual can successfully age in place.
The literature, according to Janicki and his colleagues suggests that with proper training and
modifications to the physical environment, aging in place for adults with intellectual and
developmental disabilities is possible, if not preferable (Chaput, 1998; Janicki et al, 1996; Janicki
and Dalton, 1999; Udell, 1999) Some changes that are suggested by Janicki consist of assuring
that buildings and rooms are accessible and maintaining a home-like environment.

Impact of Age-Related Changes on Aging and other Family Caregivers

Similar to the crisis in caregiving for the general population, family members often do not have
the training, health care expertise or the resources needed to support their family member to
successfully age in the home (Seltzer et al., 1997). As the aging population with intellectual and
developmental disabilities grows and the capacity for the service system to address their
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residential needs is tested, aging family and other caregivers will choose and be forced to take on
the role of primary caregiver in their homes.

It has been demonstrated that family-directed services show the same kinds of cost-saving,
consumer satisfaction and maximized service —utilization as consumer directed initiatives such
as the Cash and Counseling program (Feinberg et al., 2004; Heller et al., 1998). Family support
services result in fewer unmet needs, better utilization of services, reduced burden of caregiving
and leads to better outcomes for caregiver and individual and decreases the need for out of home
placement,.

Improved planning is also a key to improved supports. Future planning for individuals and
family members has “significantly contributed to families completing a letter of intent,
developing a special needs trust (a trust which protects government and disability benefits), and
taking action on residential planning” (Heller, et. al., 2004, p.2) It has also proved to produce
other benefits such as “decreased caregiver burden, increased choice-making of individuals with
disabilities and increased discussion of plans with individuals with disabilities” (Heller &
Caldwell, 2005; Heller et al., 2007).

5. On-Going Research and Evaluation

There is currently no comprehensive data on the demographics, needs, and trends related to
aging individuals with developmental disabilities in Missouri.

Given the fact that on a national level an estimated 60-80% of aging individuals live with family
members is cause for much concern as family caregivers age and individuals live longer. There
is a need to identify where these individuals are living, what their needs are, assist them to
participate in futures planning, and to educate them about accessing services and resources
(Bigby, 2004).

Felcel and Emerson (2001) frame the core problem in the body of current research defining “best
practices” for residential services and supports:

The practice in much evaluative research is to focus on setting descriptors which reflect
popular opinion within the field about needed reform (e.g., “community” vs. “campus”
location, “small” vs. “large” resident groupings, “group homes” vs. “supported living”)
or administrative policy (e.g., governmental agency vs. independent sector, ICF-MR
group homes vs. state-funded community living arrangements), distinctions which in
themselves are often only loosely defined. (p. 75)

There is also a need for research on best practices for people with severe disabilities as the
research on less severe disabilities may not be translatable to this population. Braddock (1996)
observed: “How broadly applicable are the results just discussed to individuals with differing
support needs? Almost all of the studies cited (in current literature) involve people with lower
support needs, but individuals with severe disability likely do poorly given little support” (p.
156).
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Also, individuals in the field need to push a research agenda on best practices for residential
services past deinstitutionalization:

Reform of residential services has not ended with deinstitutionalization. Currently, there
is considerable advocacy to move beyond what are now seen as traditional community
“group homes” to “supported living.” The differences between the two comprise a
mixture of variables, including administrative arrangements, the extent to which
arrangements and processes have been “individualized,” and commitment to certain
values and orientations. These may affect the number of people who live together and
the size and nature of the accommodation [Howe et al, 1998; Emerson et al, in press]. It
is vitally important that such complex reforms are subject to scientific evaluation so that
(a) one can be confident that reform is associated reliably with lifestyle improvements for
those concerned and (b) one can determine what arrangements within those advocated are
responsible for such improvements. (Felce & Emerson, 2001, p. 81).
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Section VII: Implications and Future Considerations

Based on the literature review and surveys/interviews with contacts in state MRDD agencies, the
five areas discussed in the previous section of this report have been identified as best or
emerging practices. The following are thoughts and recommendations for future consideration
and planning based upon each identified area.

1. Aging in Place

Aging in Place strategies “allow individuals to customize their own housing and health care
programs, by drawing primarily on friends, family, and neighbors, and then supplementing these
community supports with more in depth public services only as needed.” (Ball, 2004, p.22) It
allows older individuals to stay connected to their support systems, their friends, and
communities. The surveys conducted with 21 states confirmed that all states have a priority of
supporting aging in place and some states even extend this to those with such severe medical
problems that they require hospice.

Recommendation: Developst at ewi de policies that support ir
their choice.

2. Joint Planning Between MR/DD and Senior Services

Many of the states surveyed and the review of literature discussed the need for joint planning and
sharing of resources between MR/DD and Senior Services. The Division of Senior Services has
many resources that would be useful to individuals with developmental disabilities that are over
the age of 55 years, including senior centers and the area agencies on aging. In addition, most
states now have Aging and Disability Resource Centers that provide a coordinated system of
information and access for all persons seeking long term support to minimize confusion, enhance
individual choice, and support informed decision-making.

Recommendation: Conduct collaborative planning to improve access to services and supports
for older individuals with a developmental disability and their aging family caregiver.

3. Choice in Housing and Other Support Options

There are many potential changes and related choices that older persons with developmental
disabilities face. Deciding whether and when to retire, how they will spend their days, how to
maintain good healthy habits and ways to address potential medical problems are all key. Also
planning for how to support a person with a developmental disability who begins to show signs
of dementia is critical. It is important that the use of person centered planning and self-direction
be infused in planning and practices. Several states surveyed identified programs that
exemplified best practices (e.g., resource tool for service coordinators; programs integrating
older persons with developmental disabilities into generic senior programs). The state of
Missouri should consider some demonstration projects that could illustrate the effect of
participant directed practices on the quality of life of older individuals with developmental
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disabilities. Some of these initiatives could be collaborative efforts with the Division of Senior
Services.

Recommendation: Conduct demonstrations of best retirement and support planning practices
for older persons with developmental disabilities.

4. Training and Resource Implications Resulting from Age Related Changes

Providing formal caregivers with the training they need to understand aging-related changes and
its processes is considered a best practice. Several states surveyed noted providing caregiver
training regarding aging issues to service coordinators and service providers. There are many
essential components that should comprise this training. Looking at the medical needs of the
family member would be important as well as understanding what options are available that
could assist the caregiver in making future decisions. At the current time it is unclear what type
of training is occurring in this area within Missouri. The College of Direct Support could be a
vehicle through which to offer needed training.

In addition to training, a resource manual could be developed for parents and caregivers about
the needs of older persons with developmental disabilities. Information about interfacing with
Senior Services and a listing of their resources could aid in expanding the quality of life for older
individuals with developmental disabilities. Special information about medical changes and
where to obtain assistive devices could also be part of this resource manual. The resource
manual could be placed on the internet so that it could be easily updated.

Recommendation: ldentify resource and training needs and conduct training and provide
access to resources that meet these needs.

5. On Going Research and Needs Assessments

At this time, there has not been a study that looks at the needs of aging individuals with
developmental disabilities in the state including the needs of those in more medically oriented
residences and those who reside either at home or in community settings. Such a study could
provide the framework for the development of policies and practices. It could assist in
identifying the precipitating incident for placement in these more medically oriented facilities.
The Missouri Planning Council for Developmental Disabilities could be a potential partner in
conducting such a study. Not only would existing needs be the focus of this study, but also a
review of what is currently being done to assist this population and their family members.

The Missouri Division of MR/DD, with support from the University of Missouri, Kansas City
Center for Excellence in Developmental Disabilities, and other stakeholders could develop a plan
of action based on the outcomes of this study to better serve this population. This plan of action
could include a number of parameters, including but not limited to estimates of numbers who
would need what type of services, comparing these numbers with current level of need, potential
programs that could be conducted to assist this population, and how to better collaborate with the
Division of Senior Services.

Recommendation: Conduct a needs assessment and develop a plan of action related to the
needs of older individuals with developmental disabilities in Missouri.

35



References

Aging and developmental disabilities: Demographics and policy issues affecting American
families. Can we rest in peace? The anxiety of elderly parents caring for baby boomers
with disabilities: A forum of the U.S. Senate Special Committee on Aging. 105" Cong., 34
(1998). (Testimony of David Braddock).

ARC of Minnesota & the University of Minnesota Institute on Community Inte%ration. (2000).
Guidebook on Consumer-Controlled Housing. (2000) Retrieved July 20", 2007 from
http://rtc.umn.edu/docs/cch.pdf .

Ball, M. S. (2004). Aging in Place: A toolkit for local governments. Atlanta, GA: Atlanta
Regional Area Agency on Aging.

Berkobien, R., & Davis, S. (2000). Coalitions as forces of change and support. In M. P. JanicKi
& E. F. Ansello (Eds.) Community supports for aging adults with lifelong disabilities
(pp.109-120). Baltimore, MD: Brookes Publishing Company.

Bigby, C. (2007). Aging with an intellectual disability. In I. Brown & M. Percy (Eds.), A
comprehensive guide to intellectual and developmental disabilities (pp. 607-616).
Baltimore, MD: Brookes Publishing Company.

Bigby, C. (2004). Ageing with a lifelong disability: A guide to practice, program and policy
issues for human services professionals. London: Jessica Kingsley Publishers.

Bigby, C. (2002).Planning ahead: Continuing family and other caring relationships in later life.
In Today and tomorrow: report of the growing older with learning disabilities program
(123-127). London: Foundation for People with Learning Disabilities.

Bigby, C. (2000). Informal support networks of older adults. In M. P. Janicki & E. F. Ansello
(Eds.) Community supports for aging adults with lifelong disabilities (pp. 81-95).
Baltimore, MD: Brookes Publishing Company.

Bloom, J., & Sherman P. (2000). Statewide organizational development. In M. P. Janicki & E. F.
Ansello (Eds.) Community supports for aging adults with lifelong disabilities (pp.493-
507). Baltimore, MD: Brookes Publishing Company.

Braddock, D., Hemp, R., Rizzolo, M., Coulter, D., Haffer, L., & Thompson, M. (2005). The
State of the States in Developmental Disabilities. Boulder, CO: The Coleman Institute for
Cognitive Disabilities and Department of Psychiatry, University of Colorado.

Braddock, D., Hemp, R., Rizzolo, M. (2004). The State of the States in Developmental

Disabilities. Boulder, CO: The Coleman Institute for Cognitive Disabilities and
Department of Psychiatry, University of Colorado.

36



Braddock, D. (1999). Aging and developmental disabilities: Demographic and policy issues
affecting American families. Mental Retardation, 37(2), 155.

Braddock, D., Hemp, R., Parish, S., & Westrich, J. (1998). The State of the States in
Developmental Disabilities. Washington, DC: American Association on Mental
Retardation.

Braddock, D., & Hemp, R. (1997). Toward family and community: Mental retardation services
in Massachusetts, New England, and the United States. Mental Retardation, 35(4), 241-
256.

Braddock, D., & Hemp, R. (1996). The impact of proposed Medicaid spending reductions on
persons with developmental disabilities in the United States. Journal of Disability Policy
Studies, 7, 1-32.

Bradley, V. J., Ashbaugh, JW., & Blaney B.C. (Eds.). (1994). Creating individual supports for
people with developmental disabilities: A mandate for change at many levels. Baltimore:
Brookes Publishing Company.

Breitenbach, N. (2000). Aging: Achieving a broader view. In M. P. Janicki & E. F. Ansello,
(Eds.) Community supports for aging adults with lifelong disabilities (pp. 71-75).
Baltimore, MD: Brookes Publishing Company.

Burchard, S. N., Hasazi, J. S., Gordon L.R., & Yoe, J. (1991). An examination of lifestyle and
adjustment in three community residential alternatives. Research on Developmental
Disabilities, 12, 127-142.

Center for Health Workforce Studies. (2005, January). Public Health Workforce Study.
Rockville, Maryland: Bureau of Health Professions, National Center for Health
Workforce Information & Analysis, Health Resources and Services Administration, U.S.
Department of Health and Human Services.

Coucouvanis, K., Prouty, R., Bruininks, R., Lakin, K.C. (2006). Current Populations and
Longitudinal Trends of State Residential Settings (1950-2005). In R.W.Prouty, Gary
Smith & K.C. Lakin (Eds.), Residential services for persons with developmental
disabilities: Status and trends through 2005. Minneapolis: University of Minnesota,
Research and Training Center on Community Living, Institute on Community
Integration.

Coleman, B. (2003). Consumer-directed personal care services for older people in the U.S.
Public Policy Institute Issue Brief No. 64. Washington, D.C.: AARP. Retrieved February
15™, 2006 from http://assets.aarp.org/rgcenter/health/ib64_cd.pdf.

37


http://assets.aarp.org/rgcenter/health/ib64_cd.pdf

Chaput, J. L. (1998). Housing people with Alzheimer disease as a result of Down Syndrome: A
quality of life comparison between group homes and special care units in long term care
facilities. Unpublished master’s thesis, University of Manitoba, Department of City
Planning, Winnipeg, Manitoba, Canada.

Conroy, J., & YuskauskasA. (1996). Independent evaluation of the Monadnock Self
Determination Project. Ardmore, PA The Center for Oabme Analysis

Davies, L.D., Davies, R., Sheridan, P. (2000). Housing and living supports. In M. P. Janicki &
E. F. Ansello (Eds.) Community supports for aging adults with lifelong disabilities (pp.
257-269). Baltimore, MD: Brookes Publishing Company.

Dew, A., Llewellyn, G., & Gorman, J. (2006). Having the time of my life: An exploratory study
of women with intellectual disability growing older. Health Care for Women
International, 27(10):908-29.

Doka, K., & Lavin, C. (2003). The paradox of ageing with developmental disabilities: Increasing
needs, declining resources. Ageing International, 28(2), 135.

Emerson E., Robertson, J., Gregory, N., Kessissoglou, S., Hatton, C., Hallam, A., et al. (2000).
The quality and costs of community-based residential supports and residential campuses
for people with severe and complex disabilities. Journal of Intellectual and
Developmental Disability, 25 (4), 263-279.

Executive Order no. 13217. 3 C.F.R. 120. (2001 comp.)

Factor, A. (2004). Aging with a Developmental Disability. Testimony presented at 2005 White
House Conference on Aging Listening Session, Chicago, IL.

Feinberg, L. F., Newman, S. N., Gray, L., & Kolb K. N. (2004). The state of the states in family
caregiver support: A 50 state study. San Francisco: Family Caregiver Alliance and the
National Conference of State Legislators.

Fujiura, G. T. (1998). The demography of family households. American Journal on Mental
Retardation, 103, 225-235.

Felce, D., &, Emerson E. (2001). Living with support in a home in the community: Predictors of
behavioral development and household and community activity. Mental Retardation and
Developmental Disabilities Research Reviews, 7, 75-83.

Gardner, J. F., & Carran, D. T. (2005). Attainment of personal outcomes by people with
developmental disabilities. Mental Retardation, 43, 157-174.

Gibson, M. J., Gregory, S. R., Houser, A. N. &, Fox-Grage, W. (2004). Across the states:
profiles of long-term care. Washington, D.C.: AARP Public Policy Institute.

38



Havighurst, R., Neugarten, B., & Tobin, S. (1961). The Measurement of Life Satisfaction.
Journal of Gerontology, 16,134-143.

Health Resources and Services Administration (US HRSA). (2007, March). Community health
worker national workforce study: An annotated bibliography. Washington DC: Bureau
of Health Professions, Health Resources and Services Administration, U.S. Department
of Health and Human Services.

Health Resources and Services Administration (US HRSA). (2006, February). An aging U.S.
population and the health care workforce: Factors affecting the need for geriatric care
workers Washington DC: Bureau of Health Professions, Health Resources and Services
Administration. U.S. Department of Health and Human Services.

Heller, T., Caldwell, J., &, Factor, A. (2007). Aging family caregivers: Policies and practices.
Mental Retardation and Developmental Disabilities Research Reviews, 13(2), 136

Heller, T., & Caldwell, J. (2005). Impact of a consumer-directed family support program on
reduced out-of-home institutional placement. Journal of Policy and Practice in
Intellectual Disabilities, 2 (1), 63-65.

Heller, T., & Factor, A. (Rev. March, 2004). Older adults with mental retardation/developmental
disabilities and their aging family caregivers. Chicago, IL: The Rehabilitation Research
and Training Center on Aging with Developmental Disabilities, Department of Disability
and Human Development, University of Illinois at Chicago.

Heller, T., Miller, A. B., Hsieh. K. (2002) Eight-year follow-up of the impact of environmental
characteristics on well-being of adults with developmental disabilities. Mental
Retardation,40(5), 366-78

Heller, T. (1999). Emerging models. In S. S. Herr, & G. Weber (Eds.), Aging, rights, and quality
of life: Prospects for older people with developmental disabilities (pp. 149). Baltimore,
MD: Brookes Publishing Co.

Heller, T. (1999). Impact of a consumer-directed family support program on adults with
developmental disabilities and their family caregivers. Family relations, 48 (4), 419-427.

Heller, T. (1998). Impact of age and transitions out of nursing homes for adults with
developmental disabilities. American Journal on Mental Retardation, 103 (3), 236.

Heller, T., & Factor, A. (1991). Permanency planning for adults with mental retardation living
with family caregivers. American Journal on Mental Retardation, 96, 163-176.

Horner, R. H., Stoner, S., & Ferguson, D. L. (1988). An activity-based analysis of
deinstitutionalization: the effects of community re-entry on the lives of residents leaving

39



Oregon's Fairview Training Center. Eugene, OR: Specialized Training Program, Center
on Human Development, University of Oregon.

Howe, J., Horner, R. H., & Newton, J. S. (1998). Comparison of supported living and traditional
residential services in the state of Oregon. Mental Retardation 36, 1-11.

Janicki, M. P. (1991). Building the future: Planning and community development in aging and
developmental disabilities. Albany, NY: New York State Office of Mental Retardation
and Developmental Disabilities, Community Integration Project in Aging and
Developmental Disabilities.

Janicki, M. P. (1999). Public policy and service design. In S. Herr S., & G. Weber (Eds.), Aging,
rights, and quality of life (pp. 289). Baltimore, MD: Brookes Publishing Co.

Janicki, M. P., & Dalton A. J. (1999). Dementia in developmental disabilities. In N. Bouras (Ed.)
Psychiatric and behavioral disorders in developmental disabilities and mental
retardation (pp. 121-153). Cambridge, UK: Cambridge University Press.

Janicki, J. P., Dalton, A. J., McCallion P., Baxley, D., & Zendell, A. (2005). Providing Group
Home Care for Adults with Intellectual Disabilities and Alzheimer’s Disease. Dementia,
4, 361-385.

Janicki, M. P., Davidson, P. W., Henderson, C. M., McCallion, P., Taets, J. D., Force, L.T.,
Sulkes, S.B., Frangenberg, E., & Ladrigan, P. M. (2002). Health characteristics and
health services utilization in older adults with intellectual disability living in community
residences. Journal of Intellectual Disability Research, 46 (4), 287-298.

Janicki, M. P., Heller, T., Seltzer, G., & Hogg J. (1996). Practice guidelines for the clinical
assessment and care management of Alzheimer’s disease and other dementias among
adults with intellectual disability. Journal of Intellectual Disability Research, 40, 374-
382.

Janicki, M. P., McCallion, P., & Dalton A. J. (2000). Supporting people with dementia in
community settings. In M. P. Janicki & E. F. Ansello (Eds.) Community supports for
aging adults with lifelong disabilities (pp. 387-414). Baltimore, MD: Brookes Publishing
Company.

Jones, E., Felce, D., Lowe, K., et al. (2001). Evaluation of the dissemination of active support
training in staffed community residences. American Journal on Mental Retardation, 106,
344-358.

Kiernan, W. (2000). Where we are now: Perspectives on employment of persons with mental
retardation. Focus on Autism and Other Developmental Disabilities, 15, 90-97.

40



Kim, S., Larson, S. A., & Lakin, K. C. (2001). Behavioral outcomes of deinstitutionalization for
people with intellectual disability: a review of US studies conducted between 1980 and
1999. Journal on Intellectual and Developmental Disabilities, 26, 35-50

Lakin, K. C., & Stancliffe, R.J. (2007). Residential supports for persons with intellectual and
developmental disabilities. Mental Retardation and Developmental Disabilities Research
Reviews, 13, 151-159.

Lakin K.C., &, Smull, M. (1995). Supported living. Minneapolis, MN: University of Minnesota,
Institute on Community Integration.

Larson, S. A., Lakin K. C., Anderson, L., Kwak, L., Nohoon, L., Jeoung, H., &, Anderson, D.
(2001). Prevalence of mental retardation and developmental disabilities: Estimates from
the 1994/1995 National Health Interview Survey Disability Supplements. American
Journal on Mental Retardation 106, 231-252

Larson, S. A., &, Lakin, K.C. (1991). Parent attitudes about residential placement before and
after deinstitutionalization: A research synthesis. Journal of the Association of Persons
Severe Handicaps 16, 25-38.

Lawler, K. (2001). Aging in Place: Coordinating Housing and Health Care Provisions for
Americads Gr owi n Hangrd, dMA:rddintyCenkrdgp lolsiag Studies .

Marek, K., Popejoy, L., Petroski, G., Mehr, D., Rantz, M. J., & Lin, W. (2005). Clinical
outcomes of aging in place. Nursing Research 54, 202-211.

Martin, W. (1999). Oral health in the elderly. In R. Chernoff (Ed.) Geriatric nutrition: The
heal th prof es @p l10Mm181). GaghersbuagnMDo AsgerkPublishers.

Mughal, D.T. (2000). Health promotion and disease prevention. In M. P. Janicki & E. F. Ansello.
Community supports for aging adults with lifelong disabilities. Baltimore, MD: Brookes
Publishing Co.

O’Brien, J. (1994). Down stairs that are never your own: Supporting people with developmental
disabilities in their own homes. Mental Retardation, 32(1),1-6.

Older Americans Act of 1965, PL 89-73, 42 U.S.C. 88 3001 et seq. (2006).
Perry, J., & Felce, D. (2003). Quality of life outcomes for people with intellectual disabilities
living in staffed community housing services: A stratified random sample of statutory,

voluntary and private agency provision. Journal of Applied Research in Intellectual
Disabilities, 16, 11-28.

41



Phillips, B., Mahoney, K., Simon-Rusinowitz, L., Schore, J., Barrett, S., Ditto, W., Reimers, T.,
&, Doty, P. (2003). Lessons from the Implementation of Cash and Counseling in
Arkansas, Florida, and New Jersey. Report to the Center of Aging, University of
Maryland. Princeton, NJ: Mathematica Policy Research, Inc., Retrieved April, 2006 from
http://lwww.rwjf.org/files/research/CandCevalreport.pdf.

Prouty, R., Smith, G., &, Lakin, K. C. (2006). Residential services for persons with
developmental disabilities: status and trends through 2005. Minneapolis: University of
Minnesota, Research and Training Center on Community Living.

Racino, J. A., & Taylor S. J. (1993). ‘People first’: Approaches to housing and support. In J.A.
Racino, P. Walker, S. O’Connor, & S.J. Taylor (Eds.) Housing, support, and community:
Choices and Strategies for Adults with Disabilities (pp. 33-56). Baltimore, MD: Brookes
Publishing Co.

Rinck, C. (2007). Survey of State MR/DD Agencies on Residential Service Provision and
Practices. Kansas City: Institute for Human Development, University of Missouri-
Kansas City.

Schalock, R. L., Stark, J. A., Snell, M. E., et al. (1994). The changing conception of mental
retardation: implications for the field. Mental Retardation, 32, 181-193.

Schore, J., & Phillips, B. (2004, January). Consumer and counselor experiences in the Arkansas
independent choices program. Princeton, NJ: Mathematica Policy Research, Inc. Retrieved July
20™ 2007, from http://aspe.hhs.gov/daltcp/reports/arkexp.pdf

Sherman, J., & Bloom, P. (2000). Statewide Organizational Development. In M. P. Janicki, & E.
F. Ansello (Eds.) Community supports for aging adults with lifelong disabilities.
Baltimore, MD: Brookes Publishing Co.

Seltzer, M., Greenburg, J., Orsmond, G., Krauss, M. (1997). Siblings of Adults with Mental
Retardation or Mental IlIness: Effects on Lifestyle and Psychological Well-Being. Family
Relations, 46(4), 1214-12109.

Kaiser Commission on Medicaid and the Uninsured. (2007) Beyond Cash and Counseling: The
Second Generation of Individual Budget-based Community Long Term Care Programs
for the Elderly. Washington, D.C.: Spillman, B.C., Black, K.J., & Ormond, B.A.

Stancliffe, R. J. (1997). Community living-unit size, staff presence, and residents' choice-
making. Mental Retardation 35, 1-9.

Stancliffe, R. J., & Lakin, K.C. (1998). Analysis of expenditures and outcomes of residential

alternatives for persons with developmental disabilities. American Journal on Mental
Retardation 102, 552-568.

42


http://aspe.hhs.gov/daltcp/reports/arkexp.pdf

Stancliffe, R. J., & Keane, S. (2000). Outcomes and costs of community living: a matched
comparison of group homes and semi-independent living. Journal on Intellectual and
Developmental Disabilities 25, 281-305.

Stancliffe, R. J., & Abery, B. H., Smith J. (2000). Personal control and the ecology of
community living settings: Beyond living-unit size and type. American Journal on
Mental Retardation 105, 431-454.

Stancliffe, R. J., Lakin, K.C. &, Shea, J. R., (2005). Individual budgets and freedom from staff
control. In R. J. Stancliffe & K. C. Lakin (Eds.) Costs and outcomes of community
services for people with intellectual disabilities (pp. 203-218). Baltimore, MD: Brookes
Publishing Co.

Stancliffe, R. J., Lakin, K. C, Doljanac, R., Byun, S., Stancliffe, R., Taub, S., et al. (2006).
Satisfaction and sense of wellbeing among Medicaid ICF/MR and HCBS recipients in six
states. Minneapolis: Research and Training Center on Community Living, University of
Minnesota.

Stancliffe, R. J., & Wehmeyer, M. L. (1995). Variability in the availability of choice to adults
with mental retardation. Journal on Vocational Rehabilitation 5, 319-328.

Thompson, D. (2002). 'Well, we've all got to get old haven't we?' Reflections of older people
with intellectual disabilities on aging and change. Journal of Gerontological Social Work,
37(3/4), 7-23.

Tilly J., & Wiener, J. (2001). Consumer-Directed Home and Community Services: Policy Issues.
Washington, DC: The Urban Institute. Assessing the New Federalism Occasional Paper
No. 44. Accessed July 29™ 2006 from http://www.urban.org/UploadedPDF/occad4.pdf.

Tossebro, J. (1995). Impact of size revisited: Relation of number of residents to self-
determination and deprivatization. American Journal on Mental Retardation 100, 59-67.

Tossebro, J., & Lundeby, H. (2006). Family attitudes to deinstitutionalisation: changes during
and after reform years in a Scandinavian country. Journal of Intellectual Developmental
Disabilities 31, 115-1109.

Udell, L. (1999). Supports in small group home settings. In M. P. Janicki & A. J. Dalton (Eds.)
Dementia, aging and intellectual disabilities: A handbook (pp. 316-329). Philadelphia:
Brunner/Mazel.

U.S. Census Bureau. (1996, April). 65+ in the United States: P23-190 Current Population

Reports: Special Studies. Retrieved July 15", 2007 from http://www.census.gov/
prod/1/pop/p23-190/p23-190.html.

43



U.S. Census Bureau. (2006) Estimates of the Population by Selected Age Groups for the United
States and States and for Puerto Rico: July 1, 2006. Retrieved July 26", 2006 from
http://www.census.gov/popest/states/asrh/SC-EST2006-01.html.

U.S. Department of Health and Human Services. Healthy People 2010. 2nd ed. with
Understanding and Improving Health and Objectives for Improving Health. 2 vols.
Washington, DC: U.S. Government Printing Office, November 2000.

U. S. Federal Interagency Forum on Aging-Related Statistics. Population Indicators in Older
Americans Update 2006: Key Indicators of Well-Being. Retrieved on July 10", 2007,
from http://www.agingstats.gov/agingstatsdotnet/Main_Site/Data/2006_Documents
/Population.pdf.

Weaverdyck, S. E., Wittle, A., & Delaski-Smith, D. (1998). In-place progression: Lessons
learned from Huron Woods’ staff. Journal of Gerontological Nursing, 24 (1), 31-39.

Wehmeyer, M. L., & Bolding, N. (1999). Self-determination across living and working

environments: a matched samples study of adults with mental retardation. Mental
Retardation 37, 353-363.

44



