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Community Integration Project
in Aging and Developmental Disabilities

In October 1990, the federal Department of Health and Human Services,
Administrations on Aging and Develormental Disabilities, funded the "Community
Integration Project in Aging and Developmental Disabilities” (CIPADD) to develop
national technical materials that would promote and assist in the community
integration of seniors with developmental disabilities. The work of the CIPADD
is carried out through the cooperative efforts of several New York state agencies
and aging-based university programs and has the following specific goals:

* expand upon developed technical "how-to" manuals detailing successful
strategies for coordinating programs and services for older persons with
geveél mental éiisabilities and older parents of adults with developmental

isabilities, an

* provide technical assistance in implementing methods addressed in the
manuals and materials.

The project’s objectives are to:

* develop materials that identify barriers to collaboration and methods used to
overcome barriers to access to community aging network services;

* develop materials that aid in developing linkages with relevant agencies that
share concerns in the area of aging and developmental disabilities;

* develop materials that illustrate various models o{ integration of older persons
with developmental disabilities into aging network programs;

* disseminate nationally information and maierials that assist in the integration
of éﬂder persons with developmental disabilities into aging network programs;
an

* provide .echnical assistance to enhance self-help capabilities among state,
regional, and county aging and developmental disabilities networks.

This manual is one of the materials produced under this project, others are
listed on the inside of the front cover.
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About this Manual

Each section addresses specific issues and offers suggestions for activities.
Information is presented in roman type and suggestions for activities are presented
in italics. Suggestions are presented to represent a variety of conditions; some may
or may not apply to your specific situation. Footnotes are placed within the sections
offerin supg emental information or references. References are repeated in the
Appendix. Tables and zdditional reference matter are in the Appendix.

1 Chronicles the experiences of various New York agencies in carrying out a
iongterm planning, training and program develc:fment effort designed to aid the
integration of older persons with developmental disabilities into community senior
programs.

2 Explains federal developmental disabilities statutes, common aging terms, and
how specific disabilities are affected by aging, and offers suggestions for
estimating the number of older persons with developmental disabilities.

3 Reviews federal acts that directly affect older persons with developmental
disabilities.

4 Identifies a range of potential barriers to integration and provides tips on
identifying the presence of such barriers in your area.

5 Offers some possible strategies for overcoming barriers to integration that may
be exist in your area.

6 Provides help with state and area plan requirements and offers suggestions for
gathelriing information and developing plans on aging and developmental
isabilities.

7 Identifies activities that can be undertaken léy state developmental disabilities
planning councils, state units on a%in state developmental disabilities agencies,
and others to bridge systems and build partnerships.

8 Explains how to provide for shortterm and longterm training needs, through
developing training and education resources, providing crosstraining and inservice
activities, conferences and workshops, and by course infusion at the college or
university level.

9 Explores a number of program options for older persons with developmental
disabilities and suggestions for program development activities.

This manual is printed in Palatino 11pt type.
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Foreword

Here is an overview of what New York has experienced and of lessons learned
in "building the future" for seniors with lifelong disabilities -- as we seek to create
a range of services for seniors with developmental disabilities in the mainstream of
the aging network. Here also is information on issues related to aging and
developmental disabilities as well as those which affect planning and community
development.

This how-to manual assumes that both generic and slpecialind systems of care
and services are needed to plan for accommodating older persons with lifelong
disabilities. The aging network and the disabilities system must not only communi-
cate, they must integrate their activities to make the most of the functional ability
of the older person being served.

To help you identify local barriers to planning, networking, training and program
development, an overview of a range of barriers that may be encountered is offered,
along with possible strategies to overcome them. The manual contains specific
sections on aids to planning, networking, training and rrogram development and a
brief overview of key federal enabling legislation to help you in your efforts.

Building the Future was developed to aid localities and states in meeting the needs
of older and elderly persons with lifelong disabilities. ~While it reflects the
experiences of a particwar team of workers, it has universal applications that span
cultural, geographic, sectional, poiitical, and philosophical differences. We hope you
will find this publication useful as you work to improve the older age situations of
the nation’s senior citizens with developmental disabilities.

CIPADD Team Members
Albany, New York City, Rochester and Utica-Rome, New York

1C



Preface

The New York Times, in an editorial, pointed out that an increasin
number of older Americans want to live out their lives in their own homes
and in their own communities.! It noted the growth of naturally occurring
retirement communities -- or NORCs, such as buildings and neighborhoods
in which many older adults remain or tend to gravitate toward.  The point
of the editorial was that public Ipolicy has done little to attend to the

evolving needs of an increasingly greater proportion of America’s gopula-
tion -- those older Americans living at home. Older people, regardless of
their background, feel comfortable in surroundings in which they feel an
affinity and which contain things that are familiar. The editorial aptly
noted that what gerontologists call "aging in place” is a phenomenon that
may contribute to prolonged indepenaence and an enhanced quality of life.
However, it went on to conclude that Congress and the various levels of
ﬁovemment have done little to make the connections between supportive

ousing, social services and health care policies for older adults who wish
to remain at home.

A number of years ago, our colleague Dr. Paul Cotten listed what he
termed the basic rights of older persons with developmental disabilities.?

' “The Be.t Home for Older Adults,” Editorial in the New York Times, August 17, 1991, p. 20.

! These are repreduced in the companion manual, The Wit to Win: How to Integrate Older

Persons with Developmental Disabilities into Community Aging Programs. They originally
appeared in S5, Brody & G.E. Ruff (eds.), Rehabilitation and Aging: Advances in the Slate of

11



Building the Future

Preface

These enumerated rights were no different from those we would ascribe to
ourselves, our parents, relatives, or friends. However, the critical object
lesson from this listing was that the rights had to be articulated at a{l. Our
society, generally, and the collective fields of developmental disabilities and
aging more specifically, had not yet, to their discredit, recognized that

ersons with mental retardation and other developmental disabilities grew
into old age, that their presence in community settings was to become a
more pronounced natural occurrence, and that they were entitled to grow
old with the same dignity as other people.

Over the past number of years, there has been significant advocacy for

ual treatment and acceptance within society of Americans with lifelong
disabilities. This advocacy has paid generous dividends. We now have
explicit federal legislationthat mandates equal access in public settings,
special assistance to make independence a more realistic goal, and targeted
efforts to enable community integration to occur. Indeed, with regard to
advocacy and community integration, different schools of thought have
evolved as to how to attain the fullest integration for older persons with
developmental disabilities within natural communities. Some have argued
that involving older persons with developmental disabilities with other
older persons is demeaning and counter to sound integration principles,
because it lumps tecégether two groups that can be perceived as devalued.
Others have posited that the choices offered to older persons with
developmental disabilities must include the opportunities for inclusion in
senior programs and activities and that involvement with age peers is a
beneficial, normal occurrence.

We would offer that no matter what strategy one feels most comfort
with, knowledge of the aging network and its options is an important
element in any effort to effect assimilation and integration. Knowledge of
the fundamentals of community development, knowledge of the intricacies
of the systems of services or amenities available to older Americans, and
knowledge of the issues facing this particular age group are all crucial to
sound efforts at promoting and effecting inclusion and enhancing quality of
life in old age.

The editorial in the New York Times is an object lesson that society is
still wrestling with the very same issues that we in the field of
developmental disabilities and aging have already faced. Confronted with a
dramatic growth in the numbers of older Americans with developmental
disabilities, we have recognized that for these individuals, in many cases,
simple supports to an existing situation may mean the difference between
continuing to reside at home or having to be institutionalized. With society
coming to the realization with what the "senior boom" will mean, it is
timely for us to begin to show what can be done by cooperative efforts,
strategic placement of supports, and improving existing senior services.
Critics may say that the nation’s Fresent senior services are poorly
underwritfen and slow to respond to the demands within their
communities. We argue that while such examples exist, the bulk are well

the Art (sce P.D. Cotten & C.L. Spirrison, The clderly mentaily retarded |developmental
disabilities] ogula.‘ion: A challenge }or the service delivery system, pp. 139-187), New York:
Springer, 158. :

12



Building the Future
Preface

run, user-friendly, and are more democratic than many of the specialized
zervtccles that historically have been available to persons with developmental
isabilities.

Our foaus in this manual is simple. We believe that people should
have choices and that those choices are based upon options. We believe
that older ns with developmental disabilities should have access to the
programs that treat their users as valued human beinﬁs and which promote
normnal usage, not stereotypic deviance. We beheve that although the aging
process has an eventual outcome that is common to all, older persons -
while aging — still have tﬁreat potential and should have the independence
and autonomy to make their own decisions about what their life course
will be and how they wish to spend their reniaining years. We believe
that older individuals with developmental disabilities are persons whose
capabilities demonstrate great variability; some have pronounced difficulty
due to their disabilities, others do not. But, mostly we believe that the
labelling of a J)erson as one with a develolpmental disability bears no
purpose in old age and that the functional capabilities of the individual are
the most important determinants of what a person can or can not do.

We've designed this manual so that you, the reader, can extract what
you need to make your efforts that much more productive. We have not
set ang particular agenda for what should be done. That is up to you and
the older persons with whom you work or represent. Our intent is to
provide you with the information to make your efforts more facile and

roductive. Certainly, we would be remiss if we didn’t admit that we

ave a particular goal as an end to our efforts — consistent with that of the
editorial in the New York Times - that public policy adequately address the
needs of all older Americans and make "aging in place” a means of living
one’s life as fully and independently as possible, with the all supports one
needs to maintain oneself in one’s home. And by all, we mean building a
future that includes all older persons with developmental disabilities within
what will have to become a broader and more encompassing system of
senior services.

13



Section 1

Lessons Learned:
The New York State
Experience

The New York State experience in planning and community
development for older persons with developmental disabilities covers a
number of special initiatives undertaken over a ten-year period. It involved
cooperation and supportive working agreements with the New York State
Developmental Disabilities Planning Council (DDPC), the New York State
Office of Mental Retardation and Developmental Disabilities (OMRDD), and
the New York State Office for Aging (SOFA). It also involved initiatives
undertaken by local groups and university programs.

What follows is a chronology of events and activities along with an

outline of the lessons we learned. We hope you find our experiences
helpful for your planning and community development efforts.

Assessing needs

In the early 1980s the DDPC, OMRDD and SOFA began to focus
attention on the State’s growing population of older aduits with
developmental disabilities.! This came about because:

* many of the State’s providers realized that they had increasing

In New York State, there are 62 counties (57 upstate as well as New York City’s five
boroughs) and 59 area agencies on aging (AAAs). The state’s 1990 older population
represents 17% of the total state population of some 18 million; it is estimated that there
are about 16,000 older New Yorkers with a developmental disability.

14



Building the Future 2

1 Lessons Learncd- The New York State Experience

numbers of seniors still working in sheltered workshops o1 growing
older in their residences;

* a number of state ‘=velopmental centers had increasingly larger
older populations v .ich would exceed half of the general center
population within ten years;

* clinicians were requesting information on how to best meet the needs
of seniors with developmental disabilities; and

* the pending closure of some of the State’s developmental centers was
creating a need for more community-based programs.

Beginning in 1982, a series of presentations about the aging of the
population of older adults with developmental disabilities were given across
the state. Also in 1982, the OMRDD applied for a planning grant to the
federal Administration on Aging to support an investigation of the character
and needs of the older population of persons with developmental disabili-
ties within New York State. Ailthough the grant application was approved,
it was not funded. The project, however, was carried out on a reduced
scale with State funds and provided valuable information that was included
in a 1983 rtate report on aging and developmental disabilities..

In 1983, two state agencies (OMRDD, SOFA) and the state develop-
mental disabilities council (DDPC) cooperated to produce the Report of the
Commissioner’s Committee on Aging and Developmental Disabilities”> The Report
provided information on the demographics of the state’s population of older
adults with developmental disabilities, the various agencies providing
services to elderly persons, and the problems faced by older persons with
developmental disabilities. It also included a series of recommendations.

One recommendation was to conduct a statewide conference to
disseminate information and stimulate networking and 1prc;‘gram
development in aging and developmental disabilities. In February, 1985,
the three agencies jointly sponscred a statewide conference in Syracuse,
New York that drew some 600 participants. Another recommendation was
the modification of a regulation that required a set number of daily hours
of programming, irrespective of age. This regulation was changed by
eliminating the specific hours requirement, while keeping intact the spirit of
the programming standard.

Another recommendation was to find out what programs and services
were available and needed. The OMRDD conductecf a national study of
state developmental disabilities and aging agency plans to determine” what
initiatives were being carried out and to what extent planning was bein
done to address the needs of older persons with deve?opmental disabilities.

A detailed description of the development and workings of this select committee are
contained in the document. The Commissioner of OMRDD appointed some 60
individuals, representing diverse sectors of the state, to sit on one of three subcommittees:
planning, program, and health. These individual subcommittees met and produced the
relevant sections of tiie draft report. These sections were then synthesized into a final
report containing recommendations and action steps.



Building the Fuiure 3
1 Lessons Learned: The New York State Experience

This study established a baseline for State activities and helped us to
understand where New York State stood in relation to other states’,

Another of *he Report’s 7
recommendation was to LESSONS LEARNED...
develop an inventory of .
existing rograms tl}?;t We learned that th_e fﬂ'St step is to assess th_e
served older rersons with population, determine its needs, and dissemi-

isabiliti nate information. Use a plan or report to
((j)(le\‘&?{lo mce:rt?ilec(ijlgitzﬂ;he& define "{ZO you are addr&**sinp, who does what,

wnat needs to be done, and how it can be

survey of the States' ] done. It helps to fut boundaries around the
providers and 35 residential, issue for planning, budgeting, and development
day and support programs actions. Such a plan or report will also build
serving seniors with acceptance of the problem and consensus on
developmental disabilities how to approach it.

were identified. An
additional recommendation
was to set up day and
residential retirement-oriented programs, as well as to explore using existinag
aging network programs. Although the provider survey showed that there
were some specialty pro%:ams, no integrated community programs were
operating. It was clear that a series of demonstration projects testing the
feasibility of integrating older persons with developmental disabilities into
aging network programs should be tried.

To_aid the expanding efforts, OMRDD beﬁan a partnership with the
State Office of the Aging.* In 1986, SOFA staff, wit funding from the
DDPC, and with support from the OMRDD, developed a project that tested
the feasibility of various models of integrating older persons with
developmental disabilities in aging network programs such as senior
centers, nutrition sites, and adult day care. The activities of the A ing &
Developmental Disabilities Integration Project (as it came to be known) were
conducted in three phases:

* Phase I - Analyzing barriers and developing strategies for
integration.

* Phase Il - Selecting and implementing demonstrations to test

The results of the study were ‘irst distributed as an internal mgort and then published in
the journal Mental Retardation (Sce Janicki, M.P., Ackerman, L. & Jacobson, ].W. State
developmental disabilit‘.es/a%ng plans and gplannin for an older developmentally
disabled population. Mental Retardation, 1986, 23, 297-301).

As part of this arrangement, SOFA assigned a succession of staff people to the

developmental disabilities project. These positions were funded through a series of

special grants from the Council. These staff included I-Hsin Wu, who was the author of

the original "Barriers and Strategies Report” and then transfeired to another assignment;

Stocky Clark, who managed the start-tg) effort and recruited I-Hsin Wu and who has -
since gone on to the New York State Division of Housing and Community Renewal; and

Philip LePore, who developed the "Wit the Win" manual and continued as his agency’s

liaison to the project [n addition, Robert O'Connell, DeButy Director at SOFA,

encouraged and oversaw the efforts of the SOFA-OMRDD collective projects since their

inception in 1983.

16
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1 Lessons Learned: The New York State Experience

integration strategies.

* Phase III - Evaluating demonstrations and developing a now-to
manual to guide service providers in establishing
integration programs.

Phase I activities resulted in the report, Barriers to and Strategies for the
Integration of Older Persons with Developmental Disabilities within Aging Network
Services. The report is a compendium of information on what was and
what was not working to aid integration within the State® One finding
was that aging network programs could assimilate those older persons who
were independent or functionally able and provide needed services. For
others, the OMRDD could develop retirement-oriented or other kinds of
specialty grograms. Now the State was ready to carry out its first series of
program demonstrations.

The first series of demonstrations

During Phase II agencies in four upstate counties were asked to test the
feasibility of integrating older persons with developmental disabilities into
community senior programs. e demonstration lprojects which were
supported by the DDPC were placed in two rural and two urban counties.®
They used congregate meal sites, adult day care sites, and senior centers.
The demonstrations also relied upon a variety of staffing patterns includin
volunteer companions, paid companions, paid staff and shared staff to assist
in the integration process.

The demonstrations involved community education activities, outreach
and casefinding, shared staffing arrangements in senior centers, cross-
training, cross referrals between aging and mental retardation agencies, and
other sharing arrangements in areas such as transportation, .ummunity
living, and family supports (see Table 1a in Appendix A). In each instance,
the projects were successful in demonstrating that the integration of elderly
persons with developmental disabilities into generic senior settings can be
done. The four demonstration projects had a collective goal to integrate a
total of 55 seniors; during the first year the goal was exceeded and 70
seniors with developmental disabilities were successfully integrated into 17
local aging service sites.

The most significant finding from these demonstrations was that

A revised version of the report’s "barriers and strategies” comprises Sections 4 and 5 of
this Manual.

For example, we asked (1) a rural area agency on aging (AAA) to integrate older
individuals with developmental disabilities into nutrition sites and senior centers; (2) a
rural AAA to provide adult day care and tarqeted outreach for older adults with
developmental disabilities; (3) an urban mental retardation agenq!/3 to develop staff sharing
arrangements with the city’s senior centers to facilitate their use by older adults with
developmental disabilities; and (4) an urban aqin agency to serve as a broker or
"matchmaker” between the services that older individuals with developmental disabilities
need and the available aging network programs.

17
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1 Lessons Learned: The New York State Experience

integration of older persons with developmental disabilities into generic
aging service programs was not only feasible, but that it could be highl
successful when special efforts were made to make integration occur. What
else did these demonstrations tell us?

* a key individual is crucial in brokering or advocating for change in
agency practices or policies to advance the interests of older
individuals with disabilities;

e although originally there were instances of reluctance to cooperate,
agencies come to realize that working together, rather than
competing, can benefit both service networks with cost savings and
program options; and

e the infusion of funds, staff or other suppor's can stimulate
integration activities and is an effective way to bring about change
(support and technical assistance from state or other governmental
specialists can be especially helpful).

With success of the demonstrations, the OMRDD and SOFA undertook

a network-building and education effort which included conducting regional
integration workshops and conferences involving local aging network
providers and administrators, disability agency staff, and government
officials. The presentations at these workshops were centered around
lessons learned from the demonstrations, changes in the Older Americans
Act, and a discussion of the State’s aging services program development.
Concurrent with the education and training effort, the DDPC awarded a

ant to implement a planning and community networkin]g q(rogect in New

ork City that led to the creation of the New York City Task Force on
Aging and Developmental Disabilities.”

Other concurrent activities
By 1986, the groundwork had been set at the national level to help

leverage support tor integration efforts and to lay the foundation for
eventual changes in the Older Americans Act® The changes helped further

When the original applications were submitted, we noted that the projects submitted from
New York City were not offered witkin an overall context. It was decided that rather
than fund random projects within Nev York Ciéy, first a master plan was needed to
identify the course of integration efforts in the City. Thus, a supgort grant was awarded
to the Brookdale Center on Aging of Hunter College to help develop a coalition of
agencies invested in this area and to develop a strategic plan that would guide Council
sponsored demonstration projects in New York City. "An aging network sponsor, the

unter-Brookdale Center on Aging, was selected because it was felt that the initiative for
this project had to come from an aging network group. A disability agency or gmup
would have apfpeared self-serving and may not have elicited the cooperation an
participation of aging network agencies and consumer groups.

' In 1986, Dr. Matthew P. Janicki spent the year in Washington as a)oseph P. Kennedy, Jr.
Foundation Public Policy Fellow. While at the National Institute of Aging, he aided the
Institute with the issuance of its program announcement on older adults with mental
retardation. In addition, while with the U.S. Senate’s Subcommittee on Disability Policy
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to open the aéin network to older persons with developmental disabilities
and, in New York, helped the on-going efforts to integrate community
aging programs.

The following year, the OMRDD established the nation’s first policy
level bureau of aging services within a state mental retardation and devel-
opmental disabilities agency. During this period, the State also saw the
evolution of a number of locally-originat network groups, composed of
staff from agencies involved in serving seniors and agencies serving older
persons with developmental disabilities.’

The new bureau
surveyed some 450 agencies

in New York State to LESSONS LEARNED...
develop a updated services : : ) : :
directory of both voluntary Educating agencies to carry out integration

orts can be done by establishing demonstra-
tions within the provider community. It helps
if the demonstration sites are run by articulate

and state agencies (in New
York State, the OMRDD is

also a major provider of and respected persons. Their experiences become
community programs). part ?7the practice of other agencies as the
Agencies were asked to "word is spread.” Not all demonstrations need
indicate whether they funds; however, "money talks” and it helps to
operated a specific program seed such efforts either with monies or other re-
or service for older persons sources. he results are quicker gains and
with mental retardation or greater receptivity and cooperation.

other developmental disa-
bility and to provide infor-
mation on the number served, costs, hours of operation, location, ard
components of their program.

The resulting 1987 Program Resource Directory for Older Persons with
Developmental Disabilities provided for the first time a listing of specialized
services and programs for New York’s older citizens with menta
retardation and developmental disabilities which could be used for
information and referral purposes; and gave providers serving older persons
an idea of the scope of tge network they could tap for program
development. The programs listed in the Directory represented specialty
and integrated programs; in addition, programs for all-age adults which

(then known as the Subcommittee on the Handica7pped), he worked on le%islation that
later became the "disability[;e)rovisions" of the 1987 reauthorization of the Older Americans
Act and Erovisions in the” Developmental Disabilities Act that reference aging and that in
1988 established the network of university affiliated program (UADP) aging and
developmental disabilities training centers.

A number of these groups were active prior to efforts by the State to expand them; for
example, the Western New York Consortium on Aging and Developmental Disabilities,
which under the leadership of Paul Synor, Karen Little, and Ma etrakos Terranova has
evolved into a dynamic regional ybreoup; the Central New York Network on Aging and
Developmental Disabilities which began as the Oneida Countiy Mental Retardation/
Developmental Disabilities Task Force Committee under the eadershi;) of Angela
VanDerhoof, Kathie Bishop and Dr. Ron Lucchino; and the Hudson Valley-Catskill
Not\;volr;( on Aging which began as the result of the organizational efforts of Dr. Alvah
Canfield.
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serve a significant number of elderly persons were included. Some 121
different programs, operated by 84 agencies, were listed. In all, 38 of the
state’s 62 counties were included.

A national video on community integration, titled "Aging... A Shared
Experience,” was produced in 1988 with the help of the OMRDD.® The
video drew upon testimcnials from such national leaders as Dr. T. Franklin
Williams (Director of the National Institute on Aging), Congressman Claude
Pepper, and Ms. Eunice Kennedy Shriver and was developed to aid in the
promotion of community integration and the building of social supports. It
was widely disseminated. Copies and a companion discussion guide were
sent lgratis throughout the state and to all the state units on aging,
developmental disabilities planning councils, and state mental
retardation/developmental disabilities authorities.

A follow-up provider survey was conducted in 1988 with inquiries sent
to over 700 agencies representing the state and voluntary sector. Over 146
senior-orient CFrograms were reported in 43 of the counties. The 1989
version of the directory was distributed throughout the State. Because of
its size (some 300 pages), distribution and printing became costly. It had
served its purpose in identifying staff and programs; consequently, no
further editions were produced.

During this period, the DDPC also established a subcommittee on aging
concerns as part of its new committee structure. This committee was
composed of members of the OMRDD, the SOFA, the Office of the State
Advocate for the Disabled, various provider agencies, research programs,
and university aging centers." Its charge was to address unmet needs and
unresolved issues related to the State’s population of older persons with
developmental disabilities and to make recommendations to the DDPC for
aging-related actions.

In 1989, the aging concerns subcommittee was charged to undertake an
examination of the pension %ﬁtions available to older New Yorkers with
developmental disabilities. e Committee’s report, On the Feasibility of

" The Aging... A Shared Experience: Discussion Guide to the video describes the video, its
contents, sponsors, participants, and offers background informatioit for its use. Prima
roduction supgort for the video and guide was provided by the Iose;ph P. Kennedy,?,r.
oundation, and additional support was vaided by the Council, SOFA, the University
of Rochester UAPDD, the University of Akron, the University of Maryland, the Elvirita
Lewis Foundation, and tne American Association of Retired Persons (AARP). Copies can
be obtained from NYS OMRDD, 44 Holland Avenue, Albany, NY 12229-0001.

" The subcommittee was composed of Dr. Matthew P. Janicki of OMRDD (Chair), Dr.
Alvah Canfield of the Sullivan County ARC, Dr. Arthur Dalton of the Institute for Basic
Research, Ms. Mary Petrakos Terranova of PEOPLE, Inc., Ms. Jenny Overeynder of the
University of Rochester, Ms. Roxanne Offner of the State Advocate’s Office, Dr. Jack
Gorelick of NYC AHRC, Dr. Ronald Lucchino of Utica College, Mr. I’hili{) LePore of
SOFA, and Mr. Arthur Maginnis of the state developmental disabilities planning council
(subsequently, the members also included Ms. Henretta Messier and Dr. Charlotte
Parkinson). ‘The subcommittee functioned not only as a_preliminary planning body, but
as a mechanism for bringing together network groups, drawing in consumer concerns,
and providing a vision on aging concerns to the Council’s overall activities.
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Different Pension Suplport Sy. s for New York State Residents with a
Developmental Disability'?, was circulated throughout the nation and became
a key resource on the emergir; issue of pension supports for older persons
with developmental disabilities.

Phase Il of the Aging & Developmental Disabilities Inteﬁlmtion Project saw
the production of an "how-to" manual, "The Wit to Win: How to Integrate
Older Persons with Developmental Disabilities into Community Aging Programs.”
Complimentary copies were sent throughout the state and to all the state
developmental disabilities councils, state units on aging, and mental
retardation/developmental disabilities agencies, the network of university
affiliated program aging and developmental disabilities training centers, and
other interested associations and groups.

At the conclusion of Phase III, the DDPC awarded a grant to the SOFA
to carry out a progam of training and technical assistance on communit &
integration across the state. Under the training program, a number of "Wit
to Win" workshops were conducted to provide hands-on training on how to
integrate community aging network programs. In the Western part of the
state the workshops were coordinated with the University of Rochester's
Training Program in Aging and Developmental Disabilities (TPADD), since
the TPADD was also providing training in the area of aging and
developmental disabilities. In New York City, they were coordinated with
the New York City Task Force on Aging and Developmental Disabilities
and the Brookdale Center on Aging of Hunter College.

The second series of demonstrations

We realized early on that the needs of all older persons with
developmental disabilities could not be solely met b{' targeted integration
efforts. Also, the aging network could not absorb all the seniors with a
developmental disability, nor could it adequately provide a program for
seniors with special needs (e.g., those with severe and profoun
impediments or behavior problems, those with more health related needs,
and those who needed more time to adjust to being with other people).

To address this broader need, in 1989, the OMRDD funded six senior
day program demonstrations across the State, each with a different
approach to providing a retirement type program.® The model was a
variant of social adult day care. The programs were fully funded by State
monies under an OMRDD program demonstration initiative and were set
up unencumbered by existing program regulations. The participating

' This report is available from the New York State Developmental Disabilities Planning
Council, 155 Washington Avenue, Albany, NY 12210.

" This series of demonstrations resulted from a general call (RFP: request for proposals) for

innovative day tns models to serve those adults in high cost programs, including
seniors. From the 15 overall projects that were funded statewide, six were senior day
program demonstrations. These rogl;ams served some 250 persons at an average per
diem of $21.45. A 1989 miort, ew Directions for Semiors: Semior Day Program
Demonstrations, describing this initiative was issued by the OMRDD:.
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agencies were informed that in the future they may be required to comply
with the regulations for social model adult day care to be issued by the
SOFA." One of the programs was located in a rural area, two in small
towns, one in a large city, and two in New York City (see Table 1b in
Appendix A).

The senior day programs were operated both by aging network agencies
and developmental disabilities providers. The programs were encouraged
to admit seniors with both latelife and lifelong disabilities; however
OMRDD funding was only provided for seniors with a developmental
disability.

What did we learn from the demonstrations?

o that there was a market for senior retirement-oriented day programs
(each quickly filled up their daily spaces and had waiting lists of
persons who were referred to them);

e that a range of senior-oriented activities could be offered in a
relaxed and comfortable atmosphere (daily activities included
socialization, group discussions and reminiscence sessions, nutrition
and health reviews, mobility and sensory stimulation, recreation
and physical fitness, field trips, and personal guidance);

* " that community-based facilities could be used to allow the seniors to
rticipate in age-appropriate activities in the least restrictive setting
Ff?)ur of the six programs used sites that were removed from the
main agency facility -- included among the sites were two churches,
two special program buildings and two special program spaces
within the building used by their host agency);

* that programs could enhance their normal staff when they relied
heavily on volunteers (volunteers were primarily drawn from
Senior Companions, Green Thumb and RSVP program
participants); and

¢ that the programs could meet the goal of operating an integrated
program (three of the programs included among their enrollees
seniors who were not developmentally disabled but who had similar
levels of need for supervision and program).

Other concurrent activities

During the same time period three university centers joined in the
aging integration efforts undertaken by the Council, OMRDD and SOFA.
ese included the University of Rochester University Affiliated Program in
Developmental Disabilities’'s (UAPDD) Training Program in Aging &
Developmental Disabilities (TPADD), the Brookdale Center : a Aging at

" See Stindards for Social Adult Duy Care, available from the New York State Office for the
Aging, Agency Building Two, Empire State Plaza, Albany, NY 12223-0001.
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Hunter College and Hunter/Mt. Sinai Geriatric Education Center in New
York City, and the Institute of Gerontology at Utica College.” Specifically:

e the University of Rochester program was instrumental in
developing a network of trainers, training materials, and
dissemination procedures that addressed the training and education
needs of persons providing services to individuals with
developmental disabilities. The University was also a recipient
(since 1988) of a federal support grant from the Administration on
Developmental Disabilities to operate an aging and developmental
disabilities training program for service providers and for persons
who are training to become service providers.

¢ the Brookdale

Center on Agin

at Hunter Cgll- 8
lege, a nationally
recognized center
on family issues,
guided the devel-

LESSONS LEARNED...

A strenﬁth of network groups is that they are
composed of persons interested and committed to
a particular issue. Their strength is demonstra-
ted in how they address initiatives, develop their
own training, provide technical assistance, and

opment of the

ew York City help educate the Eublic at-large. Assisting such

groups getting started is not hard; sometimes it

Task Force on only takes interest and support from govern-
Aging & Devel- mental agencies or local providers. However,
opmental Disabili- such §roups rarely will coalesce unless one or
ties. It also several persons take on the leadership role of
received Council orignizing and keeping such a group %(oing-
grants to conduct Like all organizations, they need a "spark” to

sustain them.

training, produce
irformational
materials, and a
training video on the effects of agirg upon persons with lifelong
disabilities. The Hunter/Mt. Sinai Geriatric Education Center
adopted agiexcmf and developmental disabilities as one of its initiatives.
This involved cross-training between the aging and developmental
disabilities networks via a series of conferences and targeting staff of
developmental disabilities agencies for recruitment into the GEC's
educational program.

e the Utica College program helped develop local provider network
oups and conduct training. An associate of the University of
Rochester’'s TPADD, it was instrumental in planning and producing
the {)irst national teleconference on aging and developmental
disabilities.

At the same time, a planning group in New York Cit{), known as the
New York City Task Force on Aging and Developmental Disabilities, was

Key participants at the University of Rochester effort included Dr. Philip Davidson, Jenny
Overeynder and Dr. Richard Machemer. The Hunter-Brookdale/Mt. Sinai participants
included Dr. Rose Dobrof, Joanna Mellor and Marilyn Howard, as well as earlier on, Dr.
MQF Gold and Dr. Pat Chartock and Honey Zimmer. The Utica College participants
included Dr. Ron Lucchino and Kathie Bishop.
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asked to identify the special needs for senior services in New York City.
By the mid-1989, the Task Force completed its community survey and
pﬁmning efforts and requested that tne Council fund a number of
integration demonstration projects within New York City. It also
recommended a special project to aid in the development of housing
options for seniors with developmental disabilities.

Simultaneously, the OMRDD also issued two rogram development case
study reports (Sharing Activities and Whitehaven) which described,
respectively, the development of a program between the Oneida County
ARC Seniors Program and the Comnhill Senior Center in Utica, and the
development of a community residence for seniors with a model personal
care component by PEOPLE, Inc., a developmental disabilities provider
agency in Buffalo."

On January 31, 1990 the OMRDD Commissioner and SOFA Director
signed an interagency agreement binding the two agencies to cooperate
with planning, financing, needs assessments, and services coordination and

rovision. e announcement of this agreement was circulated around the
Btate and a request made of local administrators to undertake similar
agreements at the local level (see Appendix C).

Up to the signing of the agreement, informal activities between the two
agencies included reviewing and commenting on each other’s state plans,
exchanges of budget information, working toward an interagency
memorandum of agreement, staff collaboration, joint training and education
efforts, common presentations at meetings and conferences, and cooperative
sponsorship of demonstration projects. The joint agency agreement served
to make these activities standard practice.

The third series of demonstrations

The next demonstrations involved a special DDPC funded effort to
develop new programs and increase integration activities within New York
City, as well as an expansion of the State OMRDD’s efforts to establish a
network of senior day programs. The former effort was the direct result of
a planning and service needs assessment carried out by the New York Cit
Task Force on Aging and Developmental Disabilities. The DDPC award
seven project grants in New York City. The projects were undertaken by
both aging network and developmental disabilities agencies and were to aid
in integrating seniors with developmental disabilities with other seniors and
to help in developing housing options. The Task Force on Aging and
Developmental Disabilities served as a facilitator and overseer for all of the

rojects. Projects were funded in three of New York City’s five boroughs
FQueens, Staten Island, and Brooklyn -- see Table 1c in Appendix A).

' These two reports, Whitehaven: Personal Care Vender Unit and Community Residence for

Seniors and Sharing Activities: A Report on an Integration Project between the Onmeida County
ARC and the Cornhill Senior Cent* became the madels for the case stu?% monograph series
developed by the CIPADD project. Copies are available from NYS OMRDD, 44 Holland
Avenue, Albany, NY 12229.
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The New York City projects were different from the previously
conducted demonstrations in a number of ways. Two projects in Staten
Island (one, a disability agency effort to provide senior programs and the
other, an aging network program to provide training) were asked to work
cooperatively to aid in integrating the borough’s senior programs and in
setting up special programs. In Queens, the project operated by a cerebral
palsy agency was to augment their existing senior program efforts by

roviding outreach and training to the borough’s existing senior programs.
n Brooklyn, thuree agencies (one, a Catholic services agency; another, a
Jewish services agency, and the other, an agenc¥ providing a range of
senior services) were asked to work cooperatively to provide outreach and
training as well as drawing in seniors with developmental disabilities into
their generic senior programs (inciuding meal sites, social day care
lE)l:ograms and senior center activity sites). An additional project was

nded in Queens to identify and promote access to generic senior housing
for seniors with developmental disabilities.

What did we learn from these projects? We learned that:

* interagency cooperation and intra-agency cooperation was crucial to
make the integration efforts work;

o in(gvidual efforts by program managers make or break the projects;
an

¢ targeted training was necessary to orient both agency and referral
staff to aging and developmentai disabilities issues and concerns.

During the same period, the OMRDD also issued a second request for
f;Lrogosals (RFP) designed to expand the number of projects under its State-
nded senior day program initiative.” After a competitive review, 27 new
rograms (to serve some 370 additional seniors) were chosen for funding --
4 of which were for slots within existing adult day care programs within
the State’s aging network. The balance were for new sites to be operated
%,\ a veriety of disability agencies. (A copy of the RFP is in Appendix D.)
e new senior day projects were required to:

reflect social adult day care model practices,

cost less than $25 per day per person,

mix seniors with and without developmental disabilities,

use community amenities and resources as part of the program, and
referably not be located in sites that serve only persons with

disabilities.

7 The first RFP process was a call for Fmposals to develop new day program models for
all adults. Following the selection of six programs targeted for seniors, a special
marketing effort was made to develop the senior day programs into a distinct program
model. This effort was particularly successful, sufficiently impressing the control agencies
and the legislature that they approved an eﬁganded effort specifically targeted for seniors.
In the FY 90-91 budget, the O D received new funds earmarked specifically for new
senior day programs. lHowever, because of severe budget restrictions announced in the
fall of 1990, funding for these projects was deferred until July 1991,

0o
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In the fall of 1990, the funding for these projects was temporarily held
up when the state budget crisis caused all works-in-progress to be defered
to the following fiscal year.

Other concurrent activities

During this period, the number of regional aging and developmental
disabilities network advocacy groups increased.”® Several of these groups
sponsored conferences and other training activities on aging and

evelopmental disabilities. Both the Oneida County Aging and MR/DD
Coalition and the New York City Task Force on Aging and Developmental
Disabilities set up training/colloquia series. The Oneida workshops were
_s[%onsored by a network of interested groups they called the Coalition.”
e New York City workshops were sponsored by the New York City Task
Force.

In the fall of 1990, the New York City Task Force was renamed the
Council on Aging and Developmental Disabilities of Greater New York,
elected leaders, and set up an operating committee struciture. In addition,
the Hunter-Brookdale Center on Aginﬁ Klroduced, under the direction of the
aging concerns subcommittee and with funding from the Council, a video
titled When Persons with Developmental Disabilities Age.® This video presents
information about the interaction of aging and lifelong disability and serves
as a "trigger" video for discussions at training sessions.

As part of their commitment to providing ongoing supports, the
OMRDD and SOFA provided consultation, training, and technical assistance
to a variety of local providers organizations across the State. Further, the
State’s efforts were interwoven with those of the TPADD at the University
of Rochester. The TPADD, a project funded under a grant to the university
affiliated program at the University, worked closely with all facets of the

¥ By this time a number of aging and developmental disabilities network groups had
evolved, including the Western New York Consortium on g and Developmental
Disabilities, Erie County DDPC Subcommittee on Ag‘ln and Developmental Disabilities,
Monroe County Council on Aging and Developmental Disabilities, Rorne DDSQ Elderly
Advisory Committee, Oneida County Aging and MR/DD Coalition, Southern Tier Aging
and Developmental Disabilities Network, Hudson Valley - Catskill Network on Agin
Westchester Interagency Geratrics Task Force, and (what was to become) the Council on
Aging and Developmental Disabilities of Greater New York.

¥ The closure of the Rome, New York Developmental Center was a s%iﬁcant influence in
the setting up the Coalition. Prior to closure, the Center had over seniors who were
ﬁart of its residual population. All of the seniors were settled in a variety of communi

ousing options within the three county catchment area of Rome DC. Much of the it

for the ' work in the closure of Rome and the attention paid to developing appropriate
comuunity seniors services goes to Philip Catchpole, who was the director at Rome. He
continued to serve as the director for the oommunirY based developinental disabilities
SLfrvtl\ces& of{ice once the Center was closed and was instrumental in supporting the work
of the Coalition.

® The videocassette, When Persons with Developmental Disabilities Age, is available from the
Nz?zonork State Developmental Disabilities Council, 155 Washington Avenue, Albany, NY
12210.



Building the Future
1 Lessons Learned: The New York State Experience

LESSONS LEARNED

e it is possible to mobilize a state’s natural resources to identify problems and develop
practical and responsible solutions (initially little or no information was available that
defined the population, its scope, its needs, the barriers to overcome to provide for it,
and the actions to undertake);

o it hel{: to have the right people in the right places to carry out such an effort -- the
"sparks" (leaders of the glannin effort were individuals personally interested in
resolving the unknowns and the identified problems);

o developing a planning document can be as easy or difficult as one wishes to make it
(in our instance, it was complicated because of the numbers of people involved -
however, the trade-off was a greater rate of acceptance because more sectors of the State
were involved in developing it);

o conferences can be exceilent vehicles for sharing information and developl'nlg networks
(we purgosely planned our initial conference to draw upon the native abilities found
in our State’s agencies and then made as much material available as possible so
participants could follow-up afterwards);

o demonstrating that ideas and practices can work, particulc:ly under controlled
conditions, is an effective device for proving a point (we spent a great deal of time
overseeing the demonstration projects to address problems as they came up);

o careful selection of demonstration sites can increase the rate of success and influence
(the selection of demonstration sites included considerations of location, capability of the
agency or gersons to manage the site, and in some instances their connections with
aging and developmental disabilities networks);

o using the "sparks" at successful demonstration sites to spread the word is very helpful

(everyone likes to tell their peers about their successes; we encouraged the site managers

Eio par)ticipate in conferences and workshops to spread information about what they were
oing);

o what works in one area or milieu will not necessarily work in another (we found that
some areas of the State have particular provider cultures and have to have their own
demonstrations, not just hear about others -- so as to whet their interests);

o dissemination of information is crucial (we set up meetings and workshops in all parts
of the State to "spread the word;” thus ensuring that key players heard first hand what
we were doing);

s keep things simple and low-tech (we found that our efforts did not need to be complex
or be based upon highly involved technology -- we let our senior day programs set
their own tempo and site conditions and asl.ed that they keep programs low cost and
interesting; in return we offered them a reliable source of funds and a paper-free
program model, keeping regulations out of the picture);

o stress the commonalities of the meeds of older persons (we asked our programs to
consider becoming community adult day care sites, open to all seniors with similar
needs; we did not pay for senlors who did not have developmental disabilities, but we
did not prohibit the providers from serving them);

o build a strong cross-training capacity (we found that turnover rates called for an on-
going in-service or continuing education program within the community and thus
encouraged our network groups and college/university affiliates to offer a variety of
courses, workshops, and colloquia);

»  keey the networks ard provider groups informed (we found it vital to keep information
tlowing to the network groups and others who could affect our efforts -- the feedback
to us also helped alert us of potential problems);

o don't be afraid to fight the battles when they need to be fought (sometimes we had to
leverage local providers, government bodies, or survey agencies to what we were trying
to do -- otherwise they would have posed a significant, albeit unintentional, barrier).
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CIPADD project. In addition, the University of Rochester TPADD
sponsored a series of continuing education programs and conferences.

During this period, the scope of state activities expanded broadly.
Training in communit inteEratnon techniques was carried out in most areas
of the state. A special workgroup was formed to examine the concerns and
issues related to aging and cerebral palsy and another workgroup was
formed to examine aging, Down syndrome, and Alzheimer disease. A
special effort was also begun to develop generic senior housing. In
addition, the collective agencies hosted a national teleconference on aging
and developmental disabilities.

This third phase of development activities was most valuable in making
senior programs available to older persons with developmental disabilities.
Indeed, over the course of the whole effort, the State witnessed a 400%
increase in senior program availability as well as a range of new program
models to serve seniors, both within the aging and developmental
disabilities networks. This success was the direct result of an initial
planning process that identified program availability, needs, and barriers,
and an implementation phase that involved extensive experimentation with
new approaches, community development, network building, and localized
training and education efforts. Our current efforts are directed at
expanding our program structures, creating a stable funding resource, and
promoting individualized age-related retirement activities.

The box on page 14 offers some thoughts on the "lessons learned" from
our experiences. Although in no particular order, these thoughts can serve
as helpful points for discussion regarding your own efforts toward
beginning or expanding community integration or program development
activities. []
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Section 2

Older Persons with
Developmental Disabilities

The term "developmental disabilities" encompasses a variety of conditions
that originate prior to or at birth or in childhood. These can include
autism, cerebral palsy, epilepsy, mental retardation, learning disabilities,
other similar neurological impairments, and a number of other conditions.
None of these disabilities are a mental illness or disease. Instead, they
constitute a lifelong cognitive or physical impairment that became apparent
during childhood and has hampered an individual’s ability to participate
freely in mainstream societX, either socially or vocationally. In addition,
some people with one condition, such as mental retardation, may also be
have another condition, such as seizures (epilepsy) or motor dysfunction
(cerebral palsy).

One way to understand what a develo%r;\ental disability is, is to think
of it as a condition that an individual has had since birth or childhood --
which has Qrevented him or her from being socially or vocationally fully

independent as an adult — and is expected to continue into old age.

Such disabilities are important to identify and understand during
childhood and adolescence, since much can be done to mitigate their effects
-- particularly with medical interventions or special training. With aging,
such considerations are less important since the pressures of work and
social competition are lessened. Longterm impairments - associated with
lifelong disabilities — mirror, in many ways, the age-associated impairments
that are evident in seniors with latelife disabilities.

With increasing age, a disability should be viewed withir. the context of
the degree of impairment that is present. Consequently, information about

2
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functional abilities or level is more important than just saying that a person
has a developmental disability. ~Experience has shown that although
categorical diagnoses may serve a useful purpose for statistical reporting
and planning, they are limiting as guides for service provision. is is
because persons with the same categorical disability (e.g., mild mental
retardation or cerebral palsy) may vary markedly in their abilities, deficits,
needs and capabilities.

Such functional abil’+*zs or impairments appear similar regardless of
whether the disability originated in childhood or late in life. However,
there are some distinctions among latelife, lifelong, and midlife disabilities
that serve to differentiate the clientele in aging and developmental
disabilities network programs:

* latelife disabilities are conditions that occur in the later years and
are often associated with the aging process;

* lifelong disabilities are those conditions that a person has had
since birth or childhood;

» midlife disabilities include those conditions resulting from disease,
injury, or other trauma, that cause impairment in mid-life.

Legislative definitions

To help understand the terms "developmental disabilities" and
"disabilities,” definitions have been provided in Federal legislation and are
found under the following Public Laws:

Developmental Disabilities Assistance
and Bill of Rights Act

The newest definition of developmental disabilities is embodied in
Public Law 101-496, the 1990 amendments to the Developmental Disabilities
Assistance and Bill of Rights Act. These amendments contain a
non-categorical, functional definition of developmental disability that was
revised to accommodate the inclusion of children under the age of five.

Title I, Part A, §102(5) of this Act stipulates that the term
developmental disability means a severe, chronic disability of a person five
years of age or older which:

* is attributable to a mental or physical impairment or comnbination
of mental and physical impairments;

* is manifested before the person attains age twenty-two;
* is likely to continue indefinitely;

¢ results in substantial functional limitations in three or more of
the following areas of major life activity:
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-self-care,

-receptive and expressive language,
-learning,

-mobility,

-self-direction,

-capacity for independent living, and
-economic self-sufficiency; and

* reflects the person’s need for a combination and sequence of
special, interdisciplinary, or generic care, treatment, or other
services which are of lifelong or extended duration and are
individually planned and coordinated

¢ except that such term, when applied to infants and young
children means individuals from birth to age five, inclusive, who
have substantial developmental dela{ or specific congenital or
acquired conditions with a high probability of resulting in
developmental disabilities if services are not provided.

Older Americans Act

The definitions of disability and severe disability that a 9pear within
§102(8)&(9) of the Older American Act Amendments of 1987 (PL 100-175)
are similar in wording and purpose to other definitions of developmental
disabilities.

Within the Act, the term disability, is meant to include "developmental
disability”, "physical and mental disability”, "physical and mental
disabilities”, or "physical disability,” and is defined to mean a disability
attributable to mental or thsica impairment, or a combination of mental
and physical impairments, that results in substantial functional limitations in

one or more of the following areas of major life activity:

(A) self-care,

(B) receptive and expressive language,
(C) learning,

(D) mobility,

(E) self-direction,

(F) capacity for independent living,
(G) economic self-sufficiency,

(H) cognitive functioning, and

(I) emotional adjustment.

The term severe disability is defined to mean a severe, chronic
disability attributable to mental or ﬁhysical impairment, or a combination of
mental and physical impairments, that--

(A) is likely to continue indefinitely; and

* (B) results .n substantial functional limitation in three or more of
the major life activities specified in the (A) through (G) above.
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Age definitions

When should we counsider a person as "aged," "old,” or "elderly?" There
is substantial disagreement among social gerontologists about what
chronological age defines "old,” "older," or "elderly” (see the table on page
20 for definitions of aging terms). Social convention about what is "old
has changed as life expectancy has increased. Certainly, the expectations of
aging that were prevalent at the turn of the century are not the same now
when average life expectancy is well into the 70s. Further, the concept of
the "Third Age" (i.e., that period of life following retirement, but prior to
infirmity, generally characterized by good health and free time to pursue
leisure and avocational endeavors) bears evidence for the healthiness and
independence of many older persons.’

Gerontological definitions of aging can be viewed from three
peg‘pectiws linked to functional aging. Each of the following could be
used to define old age; however, tor each there is also a reasonable
counter-argument that mitigates its sole use. These perspectives note that:

* for biological aging, which is an individual’s progressive loss of
physiological reserves, we find that defining aging only in
terms of biological aging is confounded by the substantial
differences among people in terms of how and when they
each physically age.

* for psychological aging, which consists of changes in a person’s
adaptive capacities, we find that many people do not perceive
themselves as old or elderly even when their chronological
age equates stereotypical old age.

» for social aging, which is the extent to which an individual
fuifills the expected social and cultural roles, we find that
even with social roles, many older persons do not conform to
societal expectations of what constitutes behavior or role
expectations among the elderly.

Legal definitions of aging relate entitlements to benefits or changes in
life status -- such as retirement -- to chronological aging. Such linkages are
based upon historical practices and societal perceptions of old age.
Retirement, for example, in most instances was mandated at age 70;
however, such age discrimination is now generally forbidden by federal law
(cf., Age Discrimination in Employment Act of 1967%). Social Security benefit

For a more detailed explan-r on of the definitions of aging see Contemporary Issues in the
Qg;\r’\fq of Persons with Menta. letardation and other Developmental Disabilities (M.P. Janicki,

M. Seltzer, & M.W. Krauss), A Rehabilitation Research Review available from the
National Rehabilitation Information Center, 8455 Colesville Road, Suite 935, Silver Spring,
MD 20910. Also see MM. Seltzer and M.W. Krauss, Aging and Mental Retardation:
Extending the Continuum, available from the American Association on Mental Retardation,
1719 Kalorama Road, N.W., Washington, DC 20009.

For information on the ADE Act sce The Age Discrimination in Lmployment Act guarantees
ou certain rights. Here's how.... available from the American Association of Retired
’ersons, 1909 K Street, N.W., Washington, DC 20049.
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agelines, traditionally began at age 62 or 65; although, these too are
becoming more flexible as government officials look for expense-cutting
mechanisms in financially tight times (such as, recurring proposals for
raising the eligibility age for Older American Act services and enacted
legislation raising the age for receipt of Social Security benefits).

SOME COMMON AGING TERMS®

* Age e Elder or elderly
One of the stages of life; an advanced Generally referring to individuals

stage of life; the latter period of life; over age 60.

the state of being old; to become old;

to show the effects of the ® Functional age

characteristics of increasing age. An assessment of age based upon

physical or mental performance rather
o Aged than number of years since birth.
e state of being old; a person may

be defined as being aged on the basis ¢ Frail elderly
of having reached a specific age — for Elderly person whose physical and
example, 65 is often used for social emotional abilities or social support
or legislative policies, while 75 is system is so reduced that maintaining
used for physiological evaluations. a household and social contacts is

difficult and sometimes impossible,

* Ageism without regular assistance from
Prejudice against people because they others.
are old; attitudes that devalue older
people Gerontolo

thes

e changes that occur in persons as
they grow older; aging is a
developmental process that begins at
conception and continues until death;
such changes can involve biological,
social or psychological changes and
can occur at varying rates in different

people.

e Chronological age
An individual's numerical age dating
from the time of his or her birth.

This is tlgg study of aging, and
includes all the arts and sciences
which contribute to our
understanding of age-related changes
of human function.

Geriatrics

This is the branch of medicine in
which the social, psychological and
clinical aspects of disease in old age,
as well as the care of older persons
are studied.

The difficulty with applying these ty

of definitions of aging to older

individuals with mental retardation or other developmental disabilities

illustrates why most of the literature on
disabilities has relied solely on a chrono

¥

the Fields of Aging and Devel
Developmefntaq l§1

These definitions were taken from Glossa

gmgl and developmental
logica

definition of old age. But

ry of Important Terms, Concepts, and Resources in
tal Disahilities, published b?' the Council on A
sabilities ot Greater New York (October, 1990);

g and
it is available from the

Hunter-Brookdale Center on Aging, 425 East 25th Street, New York, NY 10010. See also

Age Words: A Glos
Nati

on Health and Ag
onal Institutes of Health, Bethesda,

vailable from the National Institute on Aging,
20892.
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even here, there is a lack of consensus among mental retardation and
developmental disabilities g;of&ssionals as to what age constitutes the
beginning of old age for this group. Examinations of published research
studies and reports (such as those reported by Seltzer and Krauss, 1987)
have shown the definition of "old aqs" for this population to range between
40 and 75 years of age. Ages used by public agencies show similar
variability. A survey of state developmental disabilities planning councils
and state units on aging found that the ages they used rar:ﬁed om age 55
to 65. Such numerical variables contribute to a lack of uniformity among
gerontologist as to what age constitutes "elderly."

Similar arguments can be made for defining old age among persons
with developmental disabilities. Although some workers have tried to
define old age among persons with developmental disabilities based upon
the same means noted above, they have not held up due to individua
variations in the aging process. e reasons for the widely varying base
age for defining old age among individuals with developmental disabilities
include evidence that:

e some persons with develogmental disabilities begin to experience
decline in behavioral capabilities in their 50s,

e there is evidence of precocious physical aging (along with an
increased incidence of Alzheimer’s disease) among fersons
with Down syndrome —- a major sub-group within the
population of persons with mental retardation, and

e persons with certain developmental disabilities have
istorically had a shorter average lifespan than their age peers
in the general public.

However, due to the heterogeneous nature of individuals with mental
retardation and other developmental disabilities and to recent indications of
greater longevity, these three trends are each applicable to some persons
with developmental disabilities, but not to all.

The inclusion of specific provisions for older persons with disabilities in
the 1987 reauthorization of the Older Americans Act of 1965 (PL 89-73, as
amended) may eventually lead to definitional consistency bty the public
sector. The Act specifies age 60 as the age of eligibility for services and
requires equal access to services by older individuals with disabilities.
However, many workers recognize that premature or precocious aging is a
major concern among certain persons with develoFmental disabilities, as it
is among other older persons who age prematurely. Thus, there is a need
to plan for these older populations and the problems posed by individuals
with developmental disabilities who age prematurely. We will need to
consider the use of a younger age (possibly 55 as recommended by Seltzer
and Krauss in Aging and Mental Retardation;, 1937) for definitional purposes
and provision of compensatory services. The consideration of a lower age
permits both the inclusion of persons who have aged prematurely and
those whose aging or senior service needs should be considered within the
next five to ten years.
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Presently, planning for age-related services for older persons with a
developmental disability has become more coincident with the eligibility age
of the Older Americans Act (that is, age 60).* Additionally, when
identif?'ing needs associated with sub-groups of the older population, it is
helpful to think of older age categories that are associated with noted
changes in needs or services. Using age 60 as a reference point, the
following categories, prevalent in the field of gerantologly, can also be
useful in planning for older persons with developmental disabilities:

¢ Late middle age 50 - 59 years of age
¢ Young-old: 60 - 74 yeai. of age
¢ Mid-old: 75 - 84 years of age
¢ Old-old: 85 years and up

Aging and lifelong disability

Most research data available in the area of aging and developmental
disabilities are limited to studies involving persons with mental retardation.
Thus, most of the information available involves this condition. In terms of
decline associated with aging, the differences observed are generally a
function of level of mental retardation and whether the retardation is the
result of genetically or environmentally related delayed development or
organically derived mental deficiency.” Indications are that individuals with
mild and ‘moderate impairments evidence more marked, albeit normative,
decline, while individuals with severe and profound impairments show
minimal decline. It appears that "the more you have, the more you lose."

It has been reported that decline generally is evident earlier in certain
behavioral areas; for example, gross motor and overall independent
functioning abilities appear to decline in the mid-50s. Other skill areas,
such as basic activities of daily living and cognitive skills, show decline
beginning in the mid-70s. Such decline patterns, however, are particular to
each older individual.

Contrary to some beliefs, persons with mental retardation do not
normally age more rapidly than peers of the same cultural or socioeconomic
background. One major exception is that persons with Down syndrome
apFear to age earlier (up to possibly two or three decades) and appear to
sutfer a greater co-incidence of Alzheimer’s disease. Precocious or early
aging occurs in the fourth decade and about one of three older persons
with ' Down syndrome show symptoms indicative of Alzheimer’s disease
(usually by the mid-50s).

What is known about the effects of age upon persons with other types

With certain exceptions, statutory eligibility for services under the Older Americans Act is
sct at age 60. The exceptions include employment programs where the age is 55, and
nutrition site participation where adults under age 60 may be served if they are a spouse,
reside in a congregate care site where there is a meal program, or when they are a
person with a aisability and accompany an eligible senior who provides for {is or her
care.
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of disabilities? Experience or information in the literature shows us the
following:

* Autism: it is rare to see a person diagnosed with this condition
in old age since there is a "mellowing effect" of the symptoms
during mid-life; that is, the most pronounced childhood
dysfunctions become less prominent with age. Most older

ersons with autistic behaviors may be considered to be mentally
retarded in old age, particularly if mental retardation was co-
incident. Others may be classified under a psychiatric category,
such as childhood schizophrenia. Otherwise little else is known
about the interaction of aging and autism.

* Cerebral palsy: little is known about the interaction of aging and
cerebral pals: with the exception that with advancing age, there
are more me +*~n women (that is, there appear to be more
longterm sur among men than women}.)S Physically,
because of a ule ..ne of muscular dysfunction, age appears to
have a much more deleterious effect on ambulation and other
movement functions. Many older persons with cerebral palsy
appear to lose muscular abilities sooner than other age peers.

e co-prevalence of arthritis among older persons with cerebral
palsy is also reported.

* Epilepsy: little is known about the interaction of aging and
seizures over a lifetime. Population studies appear to indicate a
shorter life expectancy, particularly among those individuals with
severe forms of epilepsy and multiple disabilities (such as
epilepsy and mental retardation).

* Learning disabilities: the lifetime effects of a learning disability
may be seen in a senior’s continued inability to read, write, or
readily recognize symbols. Little is known about other particular
effects of aging.

* Sensory disabilities (i.e., blindness or deafness): sensory disabilities
may compromise independent functionin%, and this may become
compounded for persons for whom this has been a lifelong
dysfunction.

* Other disabilities: the disability with most anecdotal information
is post-polio syndrome. Muscular dysfunction appears to be
aggravated by the aging process and premature limitations of
mobility has been noted among older adults. Another condition
with some anecdotal information is traumatic brain injury; it has
been noted that precocious aging may occur among some older
individuals with head injury. Indee({ most conditions resulting
from severe neurological damage or musculoskeletal dysfunction

*  See the report, Cerebral Palsy and Aging, available from the New York State Developmental
Disabilities Planning Council, 155 Washington Avenue, Albany, NY 12210

36



Building the Future

2 Older Persons with Developmental Disabilities

appear to be more markedly affected by the physical aging

process.

Estimating the numbers of older persons

with a developmental disability

The character of the nation’s demographics is showing a marked bulge

among persons currently in their 30s and 40s (the "baby

omers;" that is,

those persons born shortly after World War II and into the mid-1960s).
This has contributed to a’growing number of persons in the middle age
group. Demographers portend a major shift in the character of the
population over the next twenty years as this group ages. The aging of
this generation will create a population surge resulting in a "senior boom"
generation, which will peak in numbers by 2035. The same changes will
affect today’s population of persons with developmental disabilities. For
example, some estimates show that for every older person with a
developmental disability in senior services today, two to three additional
seniors will be seeking senior services within the next ten to fifteen years.

The 1990 population census has
revealed that there are
approximately 248 million
Americans, some 17% of whom are
age 60 or older. Early reports
show a dramatic shift in the
proportional location of our
population, with the South and
sunbelt states showing the greatest

owth and the North and

idwest showing the least change.
Many of those persons left in the
North, Midwest and Central
regions will increase the proportion
of the state’s population that is
elderly.

Demands upon the nation’s
services for elderly persons wiil be
in large part determined by today’s
baby boom generation. Much o
the increased demand will be
evident in the decade following the
year 2000, when the fi~st wave of
the baby boomers will begin to
enter the younger-senior age group.
Consequently, current l;\)lanning for
changing needs over t
services are to be provided.

ESTIMATING NUMBERS

A rough rule of thumb in determin-
ing how many persons may be living
in any particular state or region is
that at least 4 out of every 1000
older persons is an individual with a
developmental disability.  For ex-
ample, in a community with an
overall population of some 100,000
persons, some 17% of whom are 60+,
then a rough estimate is that there
may be about 70 older persons with
a developmental disability. Or, in a
metropolitan area with some 2.5
million persons, 9% of whom are age
60+, then the expectation is that
there will be some 890 older persons
with a developmental disability.
Please keep in mind that this es-
timated frequency is not adjusted for
local demographic variations or mor-
tality trends.

e next ten to fifteen years is critical if appropriate

Historicall%apersons with severe developmental disabilities had been

considered to

ve relatively short life expectancies. In addition, in the

past older adults with developmental disatilities spent much of their lives
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in public institutions. These factors contributed to the lack of awareness or
concern for older and elderly adults with developmental disabilities. With
improved social conditions, medical care and programmatic technologies,

rsons with such disabilities are now living longer. Thus, greater
ongevity of persons with developmental disabilities, the overall growth of
the general population, and the greater number of individuals with lifelong
disagilities residing in community settings, have heightened awareness that
there will be a greater demand for services. Further, as a result of
deinstitutionalization efforts over the past 15 years and an increased
emphasis on community living programs, more older adults with develop-
mental disabilities are visible and };‘)resent in our communities; an increasing
number of whom are residing with their elderly parents, other relatives or
with spouses. These factors have all contributed to a greater awareness of
a need to arrive at informed estimates of the number of older persons with
a developmental disability.

Although no definitive demographic studies have been undertaken,
current population estimates are that there are between 200,000 and 500,000
older persons with a developmental disability in the United States and
between 13,000 and 30,000 such persons in Canada. Conservative estimates
indicate that typically older adults with developmental disabilities account
for about four out of every 1000 older individuals in any community. The
box on page 24 contains examples of how to apply this rule of thumb to
your area.

The appendix contains a series of tables that can serve as aids to
estimating your state’s population of older persons with developmental
disabilities.” This census-based information, provided by the federal Admin-
istration on Aging, can be useful in projecting the potential impact of the

rowth of your state’s :lder population (both with and without develo
Shental disabilities). The developmental disabilities data can be useful in
state and local planning efforts when establishing a baseline for develop-
mental disabilities population estimates. The developmental disabilities
p?ulation data are based 1:ipon an assumption that about four of each 1000
elderly persons is an individual with a developmental disability. Should
you wish to use a_different assumption for your planning, the numbers
should be adjusted accordingly.

Preliminary 1990 Census information indicated that there were
248,709,873 residents of the United States; however, no age specific
information was released at the time this manual was prepared. Thus, thc
tables in the Appendix are drawn from adjusted US Census information for
1989 that contained population expectations for various age groups. The
information contained In the tables may change with the publication of 1990
age specific groupings. Readers are advised to check with their state’s
office which distributes official census information (or the Administration on
Aging) for the most recent figures.

The following tables are found in Appendix B:
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* Table 2a gives the provisional estimate of the number and
percentage of older persons in each state, age 55+, 60+, and 65+.°

» Table 2b gives the number and percentage of persons age 60+,
by state, currently and the projected number and percentage of
persons age 60+ for the years 2000 and 2010.

» Table 2c gives the number of persons age 60+, 65+, 75+ and 85+
and percentage of older persons over age 60+ within older age
groups by state.

e Table 3 gives the number of individuals, by state, who are age
55+ and 60+, and the expected number of persons with a
developmental disability age 55+ and 60+ within each state” []

These tables are drawn from U.S. Administration on Aging Information Memorandum
#AOA-IM-90-19 (Estimates of the Number of Older People by State: 1989); the author is
Donald G. Fowles of AoA.

Since the basic eligibility requirement for services under the Older Americans Act is being
age 60 or older, this ag,e is used throughout this manual in order to provide consistency
in planning. The 0.396% prevalence rate used is taken from Jacobson, JW,, Sutton, M. &
Janicki, M.P’., "Demography and characteristics of aging and a%ed mentally retarded
})e()ple", in M. Janicki and” 11.M. Wisniewski (eds.), Aging and Developmental Disabilities:
ssues and Approaches, Paul H. Brookes Publishing Company, Baltimore, MD, 1985.
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Section 3

Legislative Supports

Important legislative supports have been passed by th. U.S. Congress
that include provisions on aging and developmental disabilities. These
include:

DeveloKmental Disabilities Assistance and Bill of Rights Act,
Older Americans Act,

Public Health Services Act,

Americans with Disabilities Act,

Domestic Volunteer Services Act, and

"Nursing Home Reform Act."

The following abstracts contain legislative provisions which provide
support in the area of aging and developmental disabilities.

Developmental Disabilities Assistance
and Bill of Rights Act

The most important changes related to aginﬁ concerns in the
Developmental Disabilities Assistance and Bill of Rights Act occurred in the
1987 amendments to ti.e Act (P.L. 100-142). The changes included the
following:

* developmental disabilities councils are required to review and
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comment on the state aging plan (prepared by the state unit on
aging');

* the state unit on aging is required to be included as a member
of the state developmental disabilities planning council; and

¢ legislative mandate and funding was provided for the training of
rsonnel in programs for elderly %ersons with developmenta

disabilities. Specifically, the legislation calls for the
Administration on Developmental Disabilities to provide support
to university affiliated programs (UAPs) for planning, designing,
and implementing coordinated interdisciplinary training programs
between existing aging or gerontological programs in conjunction
with the UAPs to lprepare staff for providing services to elderly
persons with developmental disabilities.

e authorizing a new provision in §152 of the Act, Congress
intended to encourage the development of a series of university-
based training centers that would substantially increase the
available of workers trained to work with elderly persons
with developmental disabilities. Further, the intent was to
encourage the pairing of existing programs in developmental
dis:ibilitnes with existing programs in gerontology or geriatric
medicine.

The 1990 Amendments to the Developmental Disabilities Assistance and
Bill of Rights Act continued authority for these activities. Although the
structure of the funding for core activities at the university affiliated
programs was changed, the Frovisions of §152 with regard to aging training
centers were retained. The 1990 amendments also recognized the
importance of interdependence, a critical feature of programming at senior
programs.’

Older Americans Act’

Several changes in the 1987 amendments to the Older Americans Act
(PL 100-175) address disability, particularly the language that was revised to

For the sa%e of convention, the term state unit on aging will be used to refer to the state
a 'n§ depa.-tments, offices, councils, bumgus, etc., mandated by the Older Americans Act.
or

nforma.ion on your state unit on a %Ofontact the National Association of State
Units on Aging 2033 K Street N.W, Suite 304, Washington, DC 20006.

For more information or provision of the Act, contact your state developmental
disabilities planning council. A list of state councils is available from the National
Association of Developmental Disabilities Planning Councils, 1234 Massachusetts Avenue,
N.W., Suite 103, Washington, DC 20005; telephone 202/347-1234.

For a comprehensive description of the history and workings of the Older Americans Act,
see An Orentation Manual to the Older Americans Act, by Susan Coombs Ficke. Tt is
available from the National Association of State Units on Aging (2033 K Street, NW,,
Washington, DC 20005; telephone 202/785-0707). Readers are also advised to check your
state unit on aging for the most up-to-date information.
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include older persons with disabilities in mainstream services provided
under the Act. Other specific changes included:

* encouraging the state unit on aging and the area agencies on
aging and state and local mental retardation/ developmental
disabilities agencies to cooperatively Flan and develop services
for older persons with developmental disabilities;

» allowing disabled, dependent adults under the age of 60 are able
to be served at congregate meal sites when accompanying their
eligible parent or caregiver;

* authorizing the Commissioner of the Administration on Aging
(AoA) to make grants for the preparation of personnel in the
field of aging, or those preparing to enter the field of aging, and
give special consideration to those individuals preparing for
employment in that part of the field of agin§l which relates to

providing services to individuals with disabilities; and

* authorizing the Commissioner to offer a grant to establish or
maintain a multidisciplinary center of gerontology or a
gerontology center with special emphasis on "disabilities
uncluding severe disabilities).”

* establishing a linkage between the long-term care ombudsman
program within the state unit on aging and the protection and
advocacy agency within the state.

Public Health Service Act

The 99th Congress fproduced legislation authorizing the training of
eriatricians in areas of aging and mental retardation. This legislation is
irected toward physicians, and has aﬁplicability to those UAPs located in,

or affiliated with, medical schools. P.L. 99-660 (Title VI - Geriatric
Trﬁisnifng), which amended Section 788 of the Public Health Service Act,
calls for

* the Secretary of the Office of Human Development Services to
make grants to schools of medicine, teaching hospitals, and
graduate medical education programs to provide support for
geriatric medicine training projects that would produce more
geriatricians; and

* such projects to provide training in geriatrics and exposure to the
physical and mental disabilities of elderly individuals through a
variety of service rotations, including community care programs
for elderly individuals with mental retardation.

For more information about this program, contact the Project Coordinator, Health
Resources and Services Administration (HRSA), Facility Training Project in Geriatric
Medicine and Dentistry, Division of Medicine, Parklane Building, Fishers Lane,
Room 4304, Rockville, Maryland 20857; telephone 301/443-5794 or 301/443-3614.
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Americans with Disabilities Act

The 101st Congress passed the Americans with Disabilities Act of 1990
(P.L. 101-336). Title IIl of the Act prohibits discrimination against
individuals with disabilities in the full and equal enjoyment of goods,
services, facilities, privileges, advantages, or accommodations of any place of
public accommodation.” These provisions:

e as defined in §301(7)(K), include a range of amenities or places
of services, including senior citizen centers, day care sites and
social services centers; and

e as defined in §302(2)(A), state that no places shall discriminate
by the imposition of eligibility criteria for the use of services,
failure to remove architectural barriers, maintenance of policies or
practices that impede accessibility, and other aspects that
demonstrate willful discrimination of person with disabilities.

Domestic Volunteer Service Act

The 101st Congress reauthorized P.L. 93-113, the Domestic Volunteer
Service Act, originally passed in 1973.° The Act covers a number of older
American volunteer programs including Foster Grandparents, RSVP, and
Senior Companions. Although the 1pnmary purpose of the Act’s Senior
Companion component is to assist elderly persons who are home-bound,
the Act also authorizes senior companions to assist adults with a
developmental disability in any situation. Provisions include:

 allowing any eligible agency or organization wishing to sponsor
a Senior Companion Project without ACTION funding to enter
into a Memorandum of Agreement with ACTION; such a
memorandum would permit the sponsor to maintain a senior
companion program and enable the seniors, who serve as
volunteers in the program, to maintain a tax-exempt status for
allowable federal benefits.

* permitting any public agency or private non-for-profit
organizations wishing to sponsor a Senior Companion Project
with ACTION funding to apply for ACTION grant funds.

* identifying eligible volunteers as persons, age 60 and older, who
meet the income eligibility guidelines of ACTION (current

For more information on how the Act applies to persons with developmental disabilitics,
contact your state protection and advocacy agency. For a list of state protection and
advocacy agencies, contact the National Association of Protection and Advocacy Systems,
300 I Street, NLE., Suite 212, Washington, DC 20002; telephone 202/546-8202.

*  The rm yram is administered by the federal ACTION agency. For information, contact
ACTION, Senior Companion Program, 806 Connecticut Avenue N.W., M-1008,
Washington, DC 20325; telephone 202/634-9349.
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regulations call for being within 125% of DHHS poverty income
guidelines).

"Nursing Home Reform Act"

In 1987, C0n§ress passed the "Omnibus Budget Reconciliation Act of
1987 (P.L. 100-203), which is commonly referred to as OBRA-87. A segment
of this encompassing legislation contained a series of provisions designed to
reform the nursing home industry in the United States (it is often referred
to as the "Nursing Home Reform Act"). Section 1919(e)(7) of the Social
Security Act was amended via OBRA-87 to institute new procedures for the
admission and retention of persons with mental retardation or other
developmental disability in nursing facilities.’

Specifically:

. establishinia mandate for the preadmission screening of every
person with a developmental disability prior to admission to a
nursing facility;

» establishing a mandate for the annual review of every person
with a developmental disability residing in a nursing facility; and

* establishing a mandate that persons with a developmental
disability found to be inapﬁropriatel placed into and remaining
in nursing facilities be discharged; tglose who can remain, if not
exempt for specific reasons, are to receive specialized services to
address their particular needs related to their developmental
disability. ]

The best resources for information on this legislation and its most recent provisions are a
series of %lxblications issued by the National Association of State Mental Retardation
Program Directors (contact NASMRI’D at 113 Oronc<o Street, Alexandria, VA 22314;
telephone 703/683-4202 or fax 703/684-1395). For more general information, contact the
National Citizens’ Coalition for Nursing Home Reform, 1424 16th Street, N.W.,, Suite L2,
Washington, DC 20036; telephone 202/797-0657.
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Section 4

Identifying Barriers
to Integration

Generally barriers to integration efforts can be found within one or
more of the following categories:

li
g&it?dinal
information/communication
financial
coordination/administrative
programmatic
education/training

The sections that follow summarize a number of key barriers and offer
a series of ideas and questions about how to identify such barriers in your
state.

Policy barriers

Policy barriers generally reflect inactivity, unresponsiveness or
counterproductive actions on the part of governmental bodies or agencies.

Substantial portions of the matter in this and the following section first appeared in
Barriers and Smgg's: Barriers and Strategies for the Integration of Older Persons with
Developmental Disabilities Within Aging Network Services (New York State Office for the
Aging, Albany, NY 12223), published in 1987. [-Hsin Wu was the principal author.

~a
n
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Many of the barriers that were first identified by the report Barriers and
Strategies in the late 1980s, related to aging and developmental disabilities

have to some degree been resolved.

owever, others have yet to be

resolved. For example, an early 1980s survey of how well state

developmental disabilities and aging

plans addressed the needs of their

state’s older persons with developmental disabilities found that few state
lans made specific mention « f this target population. However, in the
interventing years, much has happened across the nation.

A significant amount of what
has happened can be attributable to
the intiatives of the federal agencies
responsible for the Developmental
Disabilities Assistance and Bill of
Rights Act and the Older
Americans Act (that is, the
Administrations on Developmental
Disabilities and Aﬁm§ within the
federal Office of Health and
Human Services). One of the
initiatives was the issuance of a
joint agreement on how to
approach this population; another
was the support of university
based training centers.

At the state level, a number of
state mental retardation/develop-
mental disabilities agencies have
begun to address this area. Some
have held networking conferences,
established policies on aging,
designated key program develop-
ment staff, and developed program
models to serve older persons with
developmental disabilities.

"The principles - independence,
digni pand value — are just as
important for older ns with a
developmental disability as they are
for any other older individual.
Thus, effons must be made to
eliminate artificial barriers that
restrict the access of older persons
with a developmental disability to
the services they need and deserve.
Further, unless the barriers noted
above are addressed, successful
integration can not be achieved.
The challenge, therefore, is to devise
strategies which will reduce or
eliminate barriers and facilitate the
ph[\/sical and social integration of
all persons with handicapping con-
ditions, including those with devel-
opmental disabilities, within the
mainstream aging network pro-

§orams and services."”
urce: Barriers and Strategies

An additional factor was the adoption by state agencies of a statement
of principles affirming the basic rights of older persons with develormental

disabilities. Such basic rights must include an affirmation that all e
people have an equal opportunity to

derl

articipate in the activities in whic

they chose to be involved, that all elderly persons have the right to be
integrated with peers, and that services obtained should be provided in a
manner that is flexible, accessible, and appropriate and that promotes the

dignity of the individual.

In addition, interest was and has been continued to be shown by a

variety of national groups

The National Association of State Units on

Aging passed a resolution requesting directors of state units to seek to
work coo[i)eratively with their counterparts administering mental retarda-

tion/deve

opmental disabilities agencies. The National
Agencies on Aging distributed background materials on aging and develop-

sociation of Area

mental disabilities to its membership. Support for state activities also was
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shown by the National Council on the Aging, the National Association of
State Mental Retardation Program Directors, and the National Association of
Developmental Disabilities Councils.?

However, in spite of this growing activity, there is still a noticeable lack
of commitment to policy development in many states. This lack of
commitment is most problematic since both the aging and developmental
disabilities systems in large part rely on state monies to develop and
sustain new program efforts. Further, the knowledge that the numbers of
older persons with developmental disabilities will only increase, calls for
attention by policy makers.

[ Identifying policy barriers

a determine if lj/lour state has a poli assoctations (such as the Association
regarding rights and services for older for Retarded Citizens), the state adult
argzlts with developmental disabilities. day care providers, the community

residence administrators, and the like

o determine whether the state plans of and determine whether or not they
the state developmental disabilities address serving older adults with
council, the state unit on aging, and - developmental disabilities.

- if required -- the state developmental
disabilities agenc, address aging and o review your state law -- does it

senior services for persons with contain any statutes that are direct
lifelong disabilities. impediments to free and equal access
of senior services by older adults with
a review the policies of state evelopmental disabilities?

Attitudinal barriers
Attitudinal barriers can be found among;:

¢ aging network providers,

e developmental disabilities providers,

. ol%er persons with a developmental disability and their families,
an

e elderly persons in the general population.

Attitudes among aging network providers

The attitudes of some aging network personnel can lgose a barrier. For
example, they avoid becoming involved in addressing the problems of older
persons with developmental disabilities because they often overestimate the
difficulties of dealing with the problems these individuals may have. Some
aging network personnel have attitudinal problems characterized under the
rubric of "handicapism" and may view all levels of disability as being the
same.

! Addresses and telephone numbers of these associations are given in Appendix E.
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Many aging services providers
are afraid that they would not
know how to provide special
services to someone with a
developmental disability. They
express concern that they would
not know what to do in the event
of a seizure, or if the disabled
gerson begins to act "strange."

hey also fear that the inclusion of

rsons with developmental
disabilities may upset their regular
clientele.

Attitudes among developmental
disabilities providers

Some developmental disabilities
system personnel tend to be
overprotective, thus restricting
opportunities for older persons
with a developmental disability.
Some service providers feel that
"we can do it better than anyone
else,” and ignore the potential
benefits that integration may bring
for an older person with a
developmental disability.

Moreover, the lack of
recognition of needs and services
for informal caregivers is also an
attitudinal problem. There is a

DISABILITIES SYSTEM
PROGRAM BARRIERS

e territoriality - when developmental
disabilities agencies and providers believe
that they must do all for their older
clientele, because, "they are our respon-
sibility.” This barrier is evident when
working with the aging network is
dismissed outright due to a belief that
the sole responsibility dfor rovidinf ser-
vices lies with the developmental dis-
abilities agency.

e elitism - when the developmental dis-
abilities agency contends that its services
or those generally available within the
developmental disabilities system are
frossly superior to any auvailable within
he generic afing network. It is charac-
terized by the attitude, "we can do it
better,” so why look to what is available
in the aging network.

e denial - when agencies and providers
have not yet come to grips with the
ecial needs posed by the population of
their older and elderly clientele, nor
recognize the possible size and scope of
the population. This barrier is evident,
when contrary to reality, there is a
denial of interest. The feeling expressed
here is "it's not a special concern and
we need not attend to it."

clear need for the provision of supportive services to help families cope
with the increasing needs of older and elderly dependents with a

developmental disability.

Attitudes of older persons with a developmental

disability and their families

Some attitudinal barriers relate to the reluctance by the families (for

example,

arents or caregivers) of older persons with a developmental

disability living in the community to use the formal developmental
disabilities system. Often they are elderly parents or other caregivers who

had their families at a time when persons with developmental

were regularl
disabled chil

1sabilities

institutionalized; the only other option was to keep their
at home. Consequently, many parents fought the system to

keep their dependents at home.” Some continue to fear the formal service
system because of their early and "bad" experiences with it.

For older persons with a developmental disability, fear of change, loss
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of current friends, and fears of going out alone are factors in their
reluctance to participate in aging network programs.

In addition, some older Sersons
with a developmental disability
communicate and express their
needs with difficulty and may feel
very much isolated in a new
setting. Very few older persons
with a developmental disability are
experienced in taking an active role
in making decisions affecting their
lives. Because they generally have
learned to be passive in the

resence of authority figures, the

eer environment of senior sites
may be problematic and cause
them to become anxious about
what to do and how to act.

Attitudes among elderly persons
without lifelong disabilities

Perhaps the greatest attitudinal
barrier to integration is that many
rsons, including older persons,

ave negative stereo:}'pes about
developmental disabilities and
about older persons with a
developmental disability.
Although, neither the older person
with a developmental disability nor
the elderly person without a
developmental disabilitg are
accorded valued roles dy our
society, seniors with a develop-
mental disability are particularly
susceptible to being negatively
stereotyped. They are subjected to

AGING NETWORK
PROGRAM BARRIERS

* "handicapism" - negative attitudes that
are expressed by officials, administrators,
and other oldglpersons toward individuals
with a disability; this attitudinal bias
man;‘{sts itself by these individuals not
wanting the person who is disabled to use
their services or to be in their program.

* economics - when the limited monies
available to groups that provide mandated
services for persons who are elderly are
used as an excuse mot to serve seniors
with disabilities. Officials and administra-
tors may resent having to spend these
limited monies when the group ham'nﬁ
primary responsibility for ns wit
developmental disabilities should, in their
thinking, be ing its own monies on
:Ider persons with developmental dis-
ubilities.

. inezflrience and lack of understanding
- when staff working in a program serv-
ing older individuals do nof know how to
respond to a person with a developmental
disability. Sometimes based in reality, as
staff working with seniors are rarely train-

ed to serve persons with developmental
disabilities. As a consequence, they may
overestimate the extent of problems they

may face and not want to admit an older
person with a developmental disability into
their program.

Krejudlces resulting from the common assumptions that they are child-like,

ave maladaptive

Thus, elderly persons ma

haviors, and look disabled.

be reluctant to share common services with

aged peers who have a developmental disability. The reluctarce can be

attributed to several factors:

* the stigma of disabilities can be

articularly threatening to older

persons who are anxious about their own cognitive capacities and

ability to function competently;

* older persons may have grown u

during a time when persons

with mental retardation and developmental disabilities were much
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more severely devalued than they are today; and

* the lack of exposure to older persons with a developmental
disability in every day life contributes to a poor understanding of
these persons.

In reality many older persons with a developmental disability are
relatively capable and independent, able to communicate, do not have
maladaptive behaviors, are in good health and are not particularly different
in appearance from other seniors.

[] Identifying attitudinal barriers

a look for written or spoken @ look for reluctance of disability
discrimination about persons andfor agencies to make referrals to
older persons with disabilities. integration programs

@ look for disability agencies policies that o look for wording in state and
preclude outside involvement of the disability council plans that may not
persons they serve encourage integration.

a look for reticence on the part of @ look for efforts by the state unit on
provider agency boards of directors or aging to ensure free and equal access
parents to expose their clientele or to senior program sites by all minority
sons/daughters to community senior populations.
programs

Information/communication barriers

This barrier encomFasses a number of areas where the lack of
information inhibits eftective integration and services. For example, the lac..
of available information about older persons with a developmental disability
who live in the community and are unknown to the formal developmental °
disabilities system may exacerbate the problem of changing the caregiver
situation. As adults with developmental disabilities living in the
community get older, their parents and other caregivers also age and
eventually will be unable to provide care. If they are unknown to agencies
that have community care resources, the care patterns for such adults with
developmental disabilities :«ay be radically altered and precipitate trauma
and crises when institutional placement is sought unnecessarily by health
agencies or remaining family members provide care.

Another major barrier is related to the lack of communication among
service agencies. Sgstems serving aging persons and persons who have a
developmental disability have historically been separate and independent.
The two networks seldom ?rovide services at the same setting and rarely
establish formal channels of communication. Although both networks
provide a wide array of similar services, neither one knows much about the
other. This lack of knowledge interferes with their ability to help their

older clientele.
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Confidentiality of records is also
seen as a barrier impeding the
delivery of services. If records
could be shared, the time and
money needed to generate
duplicate records could be saved
for both the providers and the
service’s consumers. In addition, a
lack of a comprehensive intake and
referral system in most
communities that integrates
information from all the service
systems may also impede
coordination and utilization of
generic aging services by older
persons with a developmental
disability.

Another barrier is linked to
some local services providers who
either misunderstand the
regulations or lack information
concerning requirements and
regulations for serving older
persons with a developmental
disability. This creates unnecessary
deterrents in extending agin
services to older persons with a
developmental disability. For
example, the application for senior
K,;ggrams of the 1988 federal

icaid regulations for the
intermediate care facilities for

ersons with mental retardation
ICF-MR) program® has not always
been clearly communicated to
developmental disabilities agencies.

Many persons are not aware
that the interpretative guidelines of
these regulations now support the
position that aging is not a barrier
to the continued receipt of services

AGING RELATED GUIDELINES
TO THE ICF-MR REGULATIONS

The guideline for standard WI180
(concernin tyﬁes of disciplines in-
cluded under "human services profes-
sionals”) includes the academic dis-

cipline of gerontolo [Reference:
453.430(b{(55g(’x)]- &y f

The guideline for standard W196
(concerning the definition of active
treatment) includes an elaboration of

the applicability of active treatment
for elderl tpersons and  states:
"...active [reatment for elderly in-

dividuals may increasing{y need to
focus on interventions and activities
which promote physical wellness and
fitness, socialization and tasks that
stress maintaining coordination skills
and reducing the rate of loss of skills
that accompanies the physical aspects
of the aging process.” ~Further, the
guideline states, "Surveyors must be
sensitive to the total life span context
when they review elderly individual’s
unique needs” !{Re}'erence:
483.440(a)(1)(1i)).

The guideline for standard W211
(concerning the comprehensive func-
tional assessment) notes that "the
active treatment assessment process
should be sensitive to the behaviors of
individuals throughout their life span.
For example, ..elderly citizens are
expected to choose whichever form of
productive activity meets their needs
and interests (employment, handi-
work, pursuil of leisure, etc.) for as
long as they are able” [Reference:
483.440(c)(3)].

in an ICF-MR. Further, no discriminants are built in that would restrict

the Medicaid
In 1988, the t

Fro%ram administered by
CFA issued a set of Interpretative Guidelines to accompany the re

The Intermediate Care Facility for the Mentally Retarded (ICF-MR) program is a federally
supported program for a class of health related facilities specifically designed to
housing and special services for persons with mental retardation and related conditions.
States participating in this program are able to receive federal financial participation via

rovide

the Health Care Financing Administration (HCFA).

lations

governing the ICF-MR program. These standards are used in surveys that examine state
compliance with the regulatory requirements for participation in the program. For a copy
of the guidelines contact your state survey agency.
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ICF-MR programs from serving older persons in a manner that the operator
deems appropriate to meet the needs of older persons.

The 1988 ICF-MR regulations and interpretative guidelines reflect a
lifespan perspective and recognize that general programming focus and
content may vary for older residents. e 1988 regulatory definition of
active treatment takes into account the aging process and reality that some
skills may decline with consideration of the "prevention or deceleration of
regression or loss of current optimal functional status” (Reference: 483.440).*
Ot%ler guidelines provide further information for programs serving older
persons (see box on page 38).

These standards and guidelines offer operators more flexibility in
destning and operating senior services within the ICF-MR program. These
guidelines have a lifespan focus, permit a wide range of age-related
programming, and call for novel and creative means of providing choice
related activities and services within the context of a senior program.

[} Identifying information/communication varriers

a look at the types of complaints about problem in sharing needed
site survey results and inspections information?
o);fered by Medicaid providers servin
older persons -- does there seem to be  © look at state policies on delivering
a pattern emphasizing a lack of services to seniors -- are they
understanding of aging and aging consistent? do they hinder
programs on the part of the understanding?
surveyors?

@ look at the type of information that is
a leok at how records are exchanged and  available (or made available) to
information conveyed -- is there a providers about aging and senior
service options.

Financial barriers

Fragmented funding sources are often cited as significant obstacles to
integration. For example, aging service programs and mental retardation/
developmental disabilities programs are funded by different government
sources and are operated independently. While aging service programs are
primarily funded by Older Americans Act and state/local funds, mental
retardation and developmental disabilities services are heavily reliant on
federal Medicaid dollars as well as state and local tax revenue.

Competition for limited financial resources and the tendency to preserve
traditional spheres of responsibility account for some reluctance on the part
of both the aging and developmental disabilities networks to extend

' The "References” refer to citations from the regulations governing this program, that is, 42

CRF 483, Subpart D (sce Federal Register, June 3, 1988). ¢ "W" numbers are "ta
numbers” associated with standards for specific regulatory citations identified in the
Interpretative Guidelines.
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services to the emerging older population of persons with developmental
disabilities. These agencies, like all human services agencies, are bein

ressured to Yrovide more services and programs with fewer real dollars.

rogram overloads and shortage of funds, coupled with a lack of fiscal
incentives to support special initiatives, accounts for some of the absence of
the necessary and desirable linkages that could expand participation of
elderly individuals with developmental disabilities within aging network
sponsored programs and services.

Another barrier relates to reg'ulatory and/or compliance standards
required by the developmental disabilities system for reimbursement. While
the aging network is not barred from serving older persons with a
developmental disability, the developmental disabilities system often will
not rffimburse aging network programs because the aging programs lack
certification.

[ [dentifying financial barriers

© look at the state standards that are in  ©look at regulatory barriers to serving

effect -- do they provide older persons with developmental

reimbursements based upon diagnoses disabilities.

rather than equalizing reimbursement

based upon functional needs levels? o look at how the statefregion fosters the
flow of funds — are they awarded on a

@ look at what monies are used to competitive basis or are th
underwrite/fund senior programs - distributed equitably? do providers
are they available in reasonably vie for funds or are they targeted?

sufficient amounts?

Coordiiiative/administrative barriers

Lack of coordination is a major barrier to integration. Often this is due
to the large number of Federal agencies involved in funding and regulating
services affecting elderly rersons and individuals with developmental
disabilities. Major federal agencies involved include:

Social Security Administration

Department of Health and Human Services

Health Care Financing Administration

Public Health Service

Employment and Training Administration (US Department of Labor)
Rehabilitation Services Administration (US Department of Education)

Each of these federal agencies has its own operational policies, and
freguentl does not regard the impact of its policies on other federal, state
and local efforts. This results in service definitions, eligibility requirements,
terminology, report forms, and record keeping demands that differ for each
Kzo ram and system. Of particular concern are the inconsistences of the

icaid program requirements that are based upon health program
models, and the desire of disability providers to provide "normalizing"
experiences and activities. These types of conflicting or competing

oy
D
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situations are often also found at the state or local level.

Other cited deterrents to coordination are:

¢ the lack of formal linkages between the aging and developmental
disabilities networks at the state and local level;
¢ the lack of clear delineation of network responsibilities;

a lack of cooperative and coordinated advocacy efforts; and

¢ the lack of funding for case management and other means to

encourage coordination.

(] Identifying coordinative and
administrative barriers

o look at how federal policies are
interpreted within the state -- is there
an effort to coordinate discrepant
policies? do these policies reflect
particular local conditions and needs?

a look at how state units on aging and
the disability agencies interpret their
responsibilities and relate to their
constituent groups with regard to
aging and developmental disabilities.

a look for formal linkages, such as inter-
agency agreements and memoranda of
understanding.

Programmatic barriers

The differences betweer.

@ look at who speaks to whom - which
agencies have interagency agreements
or participate on policy coordinating
committees.

@ look at the Medicaid reporting rules --
does the state Medicaid agency apply
them with reason? does the
application cause ;Jroblems for aging
services providers

 look for evidence of advocacy at the
state and local level.

programs based on the interdisciplinary-

professional team (in the developmental disabilities agencies) and social (in
aging network agencies) models represents another obstacle. Social services
rograms, such as those funded under the Older Americans Act and other

ederal social program

ants have staffing and program standards that

differ from those of health-related and habilitation programs funded under
Medicaid or state funds. Thus, there is a question of the compatibility of

aging programs with the existing funding streams for older

persons with a

developmental disability. There are also a number of questions that have
arisen from program concerns (see box on page 42).

The requirements and restrictions of the many state consent decree or
juci?ments m:g also impede integration. The mandates for active treatment
and goal-ba-

oal

programming, negotiated in an era when few if any senior

program alternatives were gresent, may now be seen as insensitive to the
n

s of some older indivi
than fully active.

uals who may necessarily be more "retired"

There is often a lack of staff in the aging network who are trained and

bt |
sl
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experienced in providing
supervised care to older persons
with a developmental disability.
Integrating this population into
aging network programs may
create significant demands on staff
and require changes in patterns of
services that are beyond current
staff capabilities.

The lack of full-time structured
activities at senior citizen centers
may be an additional problem for
some older persons with a
developmental disability since they
may have difficulty dealing with
unstructured time given a lifetime
of sheltered care.

The absence of adequate
transportation is often the most
significant barrier in providing
services to older persons with a
developmental disability. The
architectural design of some aging
service sites may make them

PROGRAM QUESTIONS

e What is the best ratio of older
persons with a developmenta! dis-
ability to elderly persons in a senior
program environment in order to
maintain the character of an aging
network program?

o If there are additional requirements
or programming for elderly persons
with —~ developmental  disabilities
within adult day care, will these re-
quirements  disrupt the current
programming or can they be used
to enhance 1t?

e What effect does the inclusion of
older persons with a developmental
disability have on the attendance of
other older persons at nutrition
sites, semior citizens centers and
adult day care programs?

» What kind of process is most effec-
tive in planning the implementation
of such integration?

inaccessible to older persons with g
mobility limitations. With the T ek oy o doaeron:

) ( agznf :
assage of the Americans with tal disabilities system to make in-
isabilities Act of 1990, this will tegration work?
become less of a problem over
time.

Questions are also raised as to the implications of the develop-mental
disabilities relevant provisions of the Nursing Home Reform Act of 1987
which call for a pre-admission screening of all nursing facility referrals who
are suspected of being mentally retarded or having a developmental
disability and the subsequent annual review of all nursing home residents
with mental retardation and developmental disabilities. ese reviews are
known as the PASARR process (for Preadmission Screening and Annual
Resident Review). They have left many states in the situation of having to
provide for a 1 *w programmatic scheme of specialized services within the
context of nursing home operations as well as having to develop an
immediate range of living alternatives in the community. Programmatic
barriers related to the overlay of a developmental disabilities system on the
nursing facility operations may lead to new problems.’

> Readers are urged to contact the state PASARR coordinator for more information on what
is being done in your state to comply with the mental retardation and developmental
disabilities provisions of the Nursing Home Reform Act. To obtain the name of your
State coordinator contact your state mental retardation/developmental disabilities authority
or contact the National Association of State Mental Retardation Program Directors (113
Oronoco Street, Alexandria, VA 22314; telephone 703/683-4202).

A
o
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[] Identifying programmatic barriers

0 look to see if there are initiatives or
programs to provide bridges to
retirement? do agencies undertake
training to teach use of unstructured
time?

o look at how agencies in the aging
network and in the developmental
disabilities system share program ideas
and methods. are there _stag
exchanges or joint training
opportunities:

o look at what methods are undertaken
to educate rersonnel of nursing
facilities related to the state’s
operations under the Nursing Home

eform Act of 1987. has program-

matic_instruction taken place? are
technical materials and resources
available?

2 look at how court related decrees and
judgments are interpreted. do they
permit leeway for retirement and
movement into senior programs of the
persons choice?

2 look at what types of programs are
offered to seniors. do they look age-
aﬁpropriate? do the seniors involve
themselves in activities that other,
non-disabled seniors would do? are
the programs open to anyone with
similar needs?

Education and training barriers

One of the critical deficits identified as a major barrier to integration is

the lack of adequately trained

rofessionals.

Persons who are know-

ledgeable about both aging and developmental disabilities and who

understand how to meet the Frogrammatic and life supp

persons with a developmenta
numbers in either service system.

ort needs of older

disability are not found in significant

Other education and training related bar~i.rs include:

* lack of adequate agency staff and funding to permit staff
participation in cross-network training activities;

¢ resistance by professionals to the development of aging and
y F P ging

developmenta

disabilities as a sub-specialty;

* the lack of focus at higher educational institutions, such as
university-based gerontological centers and special education

departments, to train

rofessionals to be knowledgeable in both

developmental disabilities and aging;

* lack of geriatricians and other specialized physicians who focus
on older persons with a developmental disability; and

* lack of knowledge of existing education and training resources
regarding developmental disabilities and aging by members of
both networks.

With the passage of the 1987 amendments to the Developmental

ob
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Disabilities Assistance and Bill of Rights Act, the Administration on

Developmental Disabilities has been able to sup

affiliated

port a number of university

programs in developmental disabilities in developing training

centers in aging and developmental disabilities. These centers are listed on

page 99.

[] Identifying education and training barriers

a look if any formal training programs
exist that are vpen to staff of both the
ggin network and the developmental

isabilities system.

a look i[ there are courses, trainin
materials, and videos awailable for
agencies.

© look if cross-training is the norm or
are_stsz_ persons of each network
trained in their own agencies.

a look if the collegefuniversity based
aging or gerontology centers provide
courses, seminars and workshops on
disability and aging.

a look if the university affiliated
program in developmental disabilities
in the state has taken the initiative to
oger training in the area of older
adults/aging.

Commentary

Q look if the state developmental
disabilities council help support
conferences and workshops in aging.

2 look i{ the curricula of state medical
schools or physician continuing
education programs contain
segments/modules on aging and
Iifg;gng disability.

2 look if the state gerontological
association have an annual conference
at which lifelong disability is a topic.

a look if staff members of programs for
sem'orfs (rgidential am{ 5 §at f
disability agencies received any special
training addressing aging.

Q look at the quantity an’ type of funds
that are available to support cross-
training in aging and developmental
disabilities.

Despite existing barriers, many local aging and developmental
disabilities agencies are involved in different stages of exploring the

integration possibilities and

processes. While some have yet "to get

involved," others have had both positive and negative experiences with
integration over the past few years. From our experiences, we offer the

following:

* a elemental barrier to integration is the lack of clear policy in

defining th

‘les and responsibilities among state and local

agencies wuich address the needs of this population of elders.

* many barriers are attitudinal; some arise from the nature of the
organizations and agencies involved, others from the financial

constraints under which many agin
developmental disabilities agencies

network and
netion.

* other barriers are related to problems of communication within

91 |
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and between agencies, the manner and method of financin
services and the paucity of appropriations available for them,
the lack of definitions for program appropriateness and
inade?uate or inappropriate regulatory boundaries, and the lack
of statf with sufficient training or experience with older
individuals with handicapping conditions. []
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Section 5

Overcoming Barriers

to Integration

To aid state efforts to promote an aging agenda, we have prepared a
section that offers a series of possible strategies that could be undertaken to
address the barriers identified in the previous section.

[] Possible strategies to address policy barriers

To overcome barriers related to the lack of public policy relative to the
state’s aging and elderly population of seniors with a developmental

disability:

0 the state disabilities agency and state
unit on aging could develop a policy
identifying older individuals unth a
developmental disability as a special
population requiring special emphasis
in the definition and provision of
program services.

a the state disabilities agency and state
unit on aging could establish by
requlation the rights of older persons

with a developmental disability to
receive the same options for services
which the general older population
receives In accessing gemeric services.

© the state disabilities agency and state

unit on aging could ensure that
regulations promote, where possible,
individual choice in determining life
patterns, rather than reinforcing
system imposed patterns of behavior
and routine.

To overcome barriers related to understanding the population of
individuals with a developmental disability and In planning coordination of

all levels of services provision:

) |
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o the state developmental disabilities
council could ensure that at least
several members of the council
arerepresentatives of state or area
agency on aging advisory councils.

a the state disabilities agency and state
unit on aging could enter into joint
agreement to share planning

ir;formation and to coordinate

planning efforts at both state and
regionalflocal levels.

(] Possible strategies to address attitudinal barriers

To overcome barriers related to the public’s awareness and
understanding of the older population of persons with a developmental
disability and the needs of older individuals with a developmental
disability:

o the state disabilities agency, state unit
on aEging and state developmental
disabilities council could develop a
major public education camfm[gn to
combat prejudice toward elderly

O the state disabilities agency and state
unit on agirng could provide
community education for care
providers, parents, consumers and
their families, advocates, legal

persons with developmental disabilities
and to improve the image of the aging
experience in the eyes of the general
public, the media, senior service
providers and elderly persons with a
developmental disability themselves.

professionals, community service
groups and boards, legislators, and
private medical practitioners to
encourage the integration of older
persons with a developmental
disability.

To overcome barriers related to the lack of understanding of older
persons with a developmental disability by other non-disabled elders:

o the state disabilities agency and state
unit on aging could develop a video-
tape that would be designed to educate
the general public and staff of the two
networks in order to destigmatize
aging, negate prevalent adverse
stereotypes of seniors with
developmental disabilities, and to
demonstrate successful integration

strategies.

a the state disabilities agency and state
unit on aging could educate the
elderly about the "mormalization”
process, emphasizing the similarity of
needs of all elderly persons, regardless
of disability status.

To overcome barriers related to the lack of trainin% and experience of
staff working in both the aging network and the developmental disabilities
system about the subject of aging and developmental disabilities:

« the state disabilities agency and state
unit on aging could collaborate in
providing cross-education and training
sessions for staff in both the aging
and developmental disabilities service
agencies to increase their awareness
and understanding of the issues

BEST COPY AVAILABLE

relative to the aging of older persons
with a developmental disability.

© the state disabilities agency and state
unit on aging could collaborate in
providing cross-education and training
for staff in both the aging and

b
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developmental disabilities service similarities between seniors with a
agencies to increase their sensitivity developmental disability and those
and flexibility in meeting the needs of without a disability.

older fversons with a developmental

disability. © the state unit on aging and state
disabilities agency could conduct
o the state unit on aging and state "Handicapism Awareness Sessions"
disabilities agency could develop and within senior centers, nutrition sites,
show to developmental disabilities and adult day care programs to let
providers films about aging related staff and consumers air their fears,
activities, such as adult day care and frustrations and feelings.

senior centers which emphasize the

To overcome barriers related to the lack of knowledge of the needs of
families with an older adult with a developmental disability:

O the state disabilities agency and state developmental disability and
unit on aging could identify the needs communicdte this information to all
of the families of older persons with a service providers.

To overcome barriers related to the lack of exposure to older adults
with a developmental disability:

o the state disabilities agency and state which older individuals with a
unit on aging could develop means by developmental disability and their
which older individuals with a advocates can understand available

developmental disability are exposed to opportunities.
age-appropriate activities and given
c

ices of generic services thus O the state disabilities agency and state
enabling staff and administrat: - to unit on aging could encourage aging
become familiar with them. network program staff to become

familiar with their clientele with a
O the state disabiliiies afencly and state developmental disability.
unit on aging could develop means by

(3 Possible strategies to address information
and communication barriers

To overcome barriers related to the lack knowledge about the
population of older/elderly persons with a developmental disability:

O the state disabilities agency and state utilize.
unit on aging could collaborate on, or
encourage an university center to D the state disabilities agency could
carry out, a project to collect and review data {;om appropriate sources
analyze contemporary information to identify characteristics and needs of
about older persons with develop- older persors with a developmental
mental disabilities, their needs, and disabiﬁty.

the services they have and need to
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To overcome barriers related to the lack of knowledge of each locality’s
populatiun of older/elderly persons with a developmental disability who
are living with their families or who are in need of special services:

review the available data files and
develop a local registry of elderly
persons with a developmental
disability, conduct outreach within
localities to add to that registry, and
coordinate these activities with the
local social services agencies.

o the state disabilities a en?‘/ could

O the state disabilities agency could
enhance existing information and
referral services that provide
information on eligibility criteria and
specific services available to older
persons with a developmental
disability and their families.

O the state disabilities agency and state

unit on aging could develop a resource
guidebook for local service providers
and {amilies of older persons with a
deve ogmental disabilzt;l/ consisting of
available services, regulations,
guidelines for accessing services,
advocacy services, information and
referral, and residential and legal
services.

O the state unit on aging and state

disabilities agency could develop a
specialized case %{nding and case
management program which would
include home visits and "one-stop-
shop"” counseling and referral to
insure linkage with appropriate
services.

To overcome barriers related to the lack of coordination among the

various agencies concerned with services to elderly or handicap

O the state unit on aging and state
disabilities agency could develop an
interagency communication system to
share information and address specific
program concerns.

persons:

o the state unit on aging and state

disabilities agency could coordinate
and disseminate information regarding
program requirements and regulations
to local aging services providers.

[] Possible strategies to address financial barriers

To overcome barriers related to the financial aspects of providing

services:

O the state disabilities agency could
modify existing regulations to broaden
the range of core services potentially
made available within its regulated
programs for older individuals with a
developmental disability and could
allow for the use of non-certified, age-
appropriate activities to meet the
program/services needs of older
individuals with a developmental
disability.

the state disabilities agency could

expand "day initiatives” funds to
allow for the placement of elderly
persons with a developmental disability
into more appropriate programs.

O the state disabilities agency could re-

examine payment scales and
reimbursement linked to "individual
need" in all program funding
mechanisms and determine whether
funds could be more effectively
allocated.
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o the state disabilities agency could use
the budget process to request financial
incentives and federal supports
topromote greater acczss by older
persons with a developmental
disability to more appropriate services
and could explore ([Knding options for
localities to provide additional services
to older persons with a developmental

disablity where gaps in generic
services exist.

O the state unit on aging and state

disabilities agency could publish and
disseminate information rsgarding
alternative sources of funds and
procedures to obtain additional
developmental disabilities services

funds.

[] Possible strategies to address coordination

and administrative barriers

To overcome barriers related to the administrative aspects of state

agency efforts:

o the disabilities agency could develop a
joint Memorandum of Understanding
(MoU) to encompass the following:

- encourage the staff of each agency to

-adopt an agreed-upon, standardized
system of data gathering and
bookkeeping; and

-make joint recommendations for

share expertise, creatively solve
common problems, and advocate for
services;

- plan and implement appropriate
models or demonstration programs;

- exchange information and data;

- use cooperative funding
opportunities available from federal
agencies and private organizations;

- plan jointly for future needs;

- identify current gaps in services;

- develop joint annual workplans;

~ consult on development of state
plans;

- encourage cooperation and
coordination of services between local
aging and developmental disabilities
agencies;

~ coordinate public education and
awareness Campaigns;

- develop guidelines for aging program
requirements and regulations;

- develop guidelines for pre-service
and in-service training and
education program in agin%?
(gerontology and geriatrics) with
application to disabilities;

legislative action.

O the state unit on aging and state
disabilities agency could designate a
focal point at the state level to ensure
that the needs of older persons with a
developmental disability will be met
through careful assessment,
coordination, and planning of
statewide services.

O the state unit on aging and state
disabilities agency could provide each
local developmental disabilities ?{gency
and area agency on aging (AAA) with
technical assistance to strengthen their
capacity to coordinate, plan and
deliver services to older persons with a
developmental disability.

Qthe state unit on aging and state
disabilities agency could enhance
theopportunities for local agencies to
form linkages, coalitions, and other
cooperative relationships in order to
become advocates for older persons
with a developmental disability.

[l Possible strategies to address programmatic barriers
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To overcome barriers related to program inadequacies:

o the state disabilities agency could
provide ongoing technical assistance
and inservice training to local aging
services providers to ensure
compliance with the provisions of the
state’s laws and the agency’s rules
and regulations.

o the state disabilities agency could
review its regulations an
requirements related to the Medicaid
programs in order to allow and
encoura§e "supportive retirement” as
a lifestyle option for older persons
with a developmental disabili
broadening the applicability cf the
definition of "active treatment,”

specifically by:

- allowing goal-based programming to
address degenerative conditions, and

- facilitating trainin; in the
productive use of leisure time and

sustenance of current skills.

0 the state disabilities agency could

further develop policies and refine
promoting the rights of older persons
with a developmental disability.

O the state disabilities agency could

develop "retirement" hprogram options
for older persons with a developmental
disability who are currently in
sheltered workshops to provide an
emphasis on age-appropriate leisure
and socialization activities.

Qo the state disabilities agency could

communicate to its field agencies that
the agency’s regulations no longer
require set hours of program per day,
but a weekly program minimum as
part of the “active treatment”
requirements.

To overcome barriers related to both transportation and architectural
aspects of aging and developmental disabilities programs:

a the state disabilities agency could
encourage its network of agencies to
provide programming in reasonable
proximity to an older individual’s
place of residence to avoid the
problems inherent with long-distance
commuting.

O the state disabilities agency could
encourage the use of volunteer
transporters and agencies to share
resources to provide transportation
(such as agency vans, drivers, and
maintenance).

© the state disabilities agency and state
unit on aging could educate
professionals who are responsible for
transportation systems about the

special needs of older persons with a
evelopmental disability.

0 the state disabilities agency and state

unit on aging could revise the
physical program environments to
meet the special spectrum of needs of

older Fersons with a developmental
disability.

o the state unit on aging and

statedisabilities agency could provide
technical assistance to community
residences about the necessar%
modification that will make the homes
more appropriate for older persons
with a developmental disability as they
"age in place" in their residence.

To overcome barriers related to the inadequacies of supports to various
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programs offering services to older persons with a developmental disability:

O the state disabilities alger_zc_y could
involve more gerontologists,

geriatricians, and aging network sta?

in developing appropriate programs for

older persons with a developmental
disability who reside in a
developmental center.

Q the state unit on aging and state
disabilities agency could ensure the
development of collateral systems to
existing aging services which enhance
the program supports that will meet
the needs of older persons with a
developmental disability by

-establishing senior peer programs to
foster integration, and

-establishing incentives for community
senior citizens programs to involve
older Fersons with a developmental
disability in their programs.

O the state unit on aging and state
disabilities zifency could explore means
which elderly parents as well as
their older but under 60-year-old adult
dependent(s) with a developmental
disability could routinely use nutrition
sites and other aging network services.

(] Possible strategies to address education/

training barriers

To overcome barriers related to the education and training of personnel

who work in both the aging network’s programs and in the
disabilities programs, as well as those who work in other
come in contact with older persons with a developmental

Q the stale disabilities agency could
develop and implement a
comprehensive training needs
assessment to determine staff
development needs.

O the state disabilities agency could
develop a statewide in-service training
system to meet the needs of staff in
particular disciplines, as well as
provide for interdisciplinary training,
to individuals working with older
persons with a developmental
disability.

0 the state disabilities agency could
develop and implement a pre-service
and in-service curriculum for training
all staff who work with older persons
with a developmental disability.

0 the state unit on aging and state
disabilities agency could fund and
otherwise suphport workshops and
seminars on how to best provide

evelopmental
gystems who
isability:

services to older persons with a
developmental disability.

O the state disabilities agency could
contract with specialists in the area of
gerontology and geriatrics to aid in
the development of special training
programs on aging and aging services.

O the state unit on aging and state
disabilities agency could devel
agreements with medical schools and
allied health services program to train
students in treating older persons with
a developmental disability.

O the state unit on aging and state
disabilities agency could stimulate
appropriate training for medical
students, and for the expansion of
degree program internships and
traineeships to better prepare health
care professionals to meet the needs of
older persons who have a develop-
mental disability. []



Section 6

Developing Plans

In this section, we discuss both the formal and informal planning
processes that can be undertaken by states and localities, how to approach
planning and needs assessments, and organizing planning and development
efforts. You will find information on the requirements under the relevant
federal statutes for state developmental disabilities and aging plans; the
second section explores some conceptual issues; the third section offers a
guide to developing plans specifically targeting a locality’s or state’s older
population of persons with developmental disabilities; and the fourth
section offers some guidance on data collection.

Federal requirements for state plans

Currently, two federal statutory requirements call for states to produce
plans related to developmental disabilities and aging. They are the:

» Developmental Disabilities Assistance and Bill of Rights Act, and the
e Older Americans Act

Requirements for developmental

state disabilities plans

Title I, Part B, §121 of the Developmental Disabilities Assistance and Bill
of Rights Act requires each state, every three years, to develop a state
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develod)mental disabilities plan. The state plan is then to be reviewed
annually for relevance and updated or revised as needed. The state plan is
required to:

* describe the extent and scope of services, supports and cther
assistance being provided, or to be provided, to persons with
developmental disabilities under other State plans for feclerally
assisted programs, including aging;

* provide an analysis of the special and common needs of all
subpopulations of persons with developmental disabilities,
including those who are elderly; and

¢ formulate objectives with reéard to policy and service
demonstrations to address the issues related to all subgopulations
of persons with developmental disabilities which may be identified
by the state planning council.

[0 Developing developmental disabilities
state plans

When developing state plans to serve persons with developmental
disabilities, it is iImportant to target older individuals by ident1f¥ing such
persons in the narrative with analyses, objectives, and activities.' 2

Consider:

o including age categories in state undertaken by state mental
population estimates of individuals retardation/ developmental disabilities,
with developmental disabilities that aging, social services and health
coincide with age categories used in agencies to address this population.
the state unit on aging’s state plan
(minimally using the category 60+; O identifying state-specific conditions
preferably, 60+ and 75+; other that either facilitate or inhibit the
corresponding ranges or intervals may provision of activities/services/programs
also be used -- check with your state to this population.
unit on aging for the categories in use
within the state). o targeting specific initiatives that will

be undertaken to aid the state in

a identifying current activities being addressing this population, including

' A goud source for day program information, particularly adult day care, is . :andards and
Guxdelinewor Adult Day Care, available from the National Council on the Aging, 409 Third
Street, S.W., Washington, DC 20024; 202/479-1200. For national surve’zheinfommtion on the
use of adult day care by persons with developmental disabilities see National Adult Day
Center Census - 89: A Descriptive Report, available from the Institute for Health & Aging,
School of Nursing, University of California-San Francisco, San Francisco, CA 94143.

Consider health promotion goals for seniors consistent with those recommended by the
Institute of Medicine. We would recommend using the following report as a reference: The
Second Fifty Years: Promoting Health and Preventing Disability, available from National
Academy Press, 2101 Constitution Avenue, N.W., Washington, DC 20418; telephone
202/334-3313 or 800/624-6242.
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- underwriting efforts to develop o facilitating efforts to produce

population estimates or needs
assessments;

underwriting investigatory studies or
planning eff%rts to help define policy
and programmatic initiatives,
underwriting demonstration projects to
promote community integration o
seniors with developmental disabilities
into aging network programs;
underwriting conferences, workscps,
and training programs to help cross-
train staff in agencies serving older
persons with developmental disabilities

interagency agreements between the
mental retardation/developmental
disabilities agency ard the state unit
on aging; "nd promoting other efforts
as deemed needed or necessary by the
Council.

© targeting specifically needs a% older

persons and the means of addressing
their needs in the areas of residential,
family support, day program, and
health maintenance and prevention
services.

about issues specific to older persons
with developmental disabilities;

Requirements for state unit on aging plans

Title III, Part A, §307 of the Older Americans Act requires each state
unit on aging to develop a state plan for a two, three, or four year period.
The state plan requirements, as they relate to deve’ nmental disabilities, are
to:

» coordinate ombudsman services with the protection and advocacy
systems for individuals with developmental disabilities as
established under Fart A of the Developmental Disabilities
Assistance and Bill of Rights Act;

» make nutrition services available to individuals with handicaps or
disabilities who, although not age 60 or older, reside in housing
facilities occupied primarily gg elderly persons at which congregate
nutrition services are provided and to individuals with disabilities
who reside at home with and accompany older individuals who
are otherwise eligible under the Act; an

o provide, for the needs of older individuals with severe disabilities,
assurances that the state unit on aging will coordinate planning,
identification, assessment of needs, and services for older
individuals with disabilities with state agencies which have
primary responsibility for individuals with disabilities, including
severe disabilities, and develop collaborative programs, where
appropriate, to meet the needs of older individuals with
disabilities.

Requirements for area agency on aging plans
Title III, Part A, §306 of the Older Americans Act requires each area
agency on aging to develop an area plan for a two, three, or four year

period. The area plan requirements, as they relate to developmental
disabilities, are to:

Q. 65
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* assure that the use of outreach methods will identify individuals
eligible for assistance under the Act, including older individuals
with developmental disabilities;

¢ include in the:r planning base and préjections for service the needs
of older individuals with the "greatest social need,” which includes
older persons with developmental disabilities.

[[] Developing state unit on aging plans
and area agency on aging plans

In developing state or area plans for a state’s or area’s agin
pogulation, it is important to target analyses, objectives, and activities to
address the needs of older individuals with developmental disabilities.

Consider:

Q providing population estimates ogl older o targeting specific initiatives that will
persons with developmental disabilities.  be undert to aid the state in
addressing this population, including
o identifying current activities bein

undertaken by state developmenta - specifying efforts to be undertaken

disabilities and aging agencies to within aging network programs to

address the needs of this population. address the needs of this population;
o identifying state-specific conditions - promoting the development

that e{'ﬁxg facilitafe ofrl inhibit the ?nteragen%y agreeme(r,z’;s betwogen the

provision of activities/services/ area agencies on aging and local

programs to this population. developmental disabilities agencies.

Conceptual issues

A number of conceptual issues affect the planning of services for older
persons with developmental disabilities. These include:

system differences

e population diversity

increased longevigl

* two-generation elderly families
* aging in place

transitions and transfers

* retirement concerns

Syctem differences
The aging of individuals with a developmental disability poses special

challenges to both ihe aging network and the developmental disabilities
system. Historically, the systems serving persons who are elderly or those

6
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with developmental disabilities have been separate and independent.’ The
developmental disabilities system has historically not dealt with large
numbers of clientele who have reached old age; it tended to emphasize
younger and work age adults. The aging network has had little experience
with atypical seniors. It has generally concentrated on the wide range of
needs of the older ulation. The differences ©° ween aging and
developmental disabilities network services ten> v be characterized by:

* the lack of case orientation (as opposed to the disability system
where case managers are an important ingredient),

* consumer freedom to come and go (as opposed to the disability
?l);stem »)vhere intake and discharge form a "gatekeeper"
nction),

* assessment based upon functional needs (as opposed to the
disability system where diagnostic and clinical descriptors are
often the basis for service eligibility), and

* sustenance of functional abilities and socialization opportunities
(as opposed to the disability system where there is a continual
emphasis on new learning and training).

Addressing the needs of a growing number of oluer c§>ersons with
developmental disabilities, therefore, requires creative and collaborative

* The aging network is defined as the system of federal, state and local agencies, organizations
and institutions which are responsible for serving and/or _representing the needs of older
reople. The network, according to Arn Orientation to the Older Americans Act (see page 28),
s variously involved in service systems development, advocacy, planning, research,
coordination, policy development, training and education, administration and direct service
gmvision. The eléments of the network Include the Administration on Aging (AoA), 57

tate Units on Aging (SUAs), some 664 Area Agencies on Aging (AAAs), a number of
university based centers on aging, and numerous local service provider agencies. Because
of the nature of Older Americans Act funding, the linkage among these elements runs
throughout the network. Older American Act funds are appropriated to the states via the
AoA. The SUAs then distributed them to the AAAs, who in tum contract with local
providers. The AAAs, however, are autonomous entities within the states and are not
under the line authority of the SUAs (their plans and budgets, however, are subject to
review by the SUA). In contrast, the developmental disabilities system is a much looser
network, composed of a federal agency as well as state disability, education, health and
social services entities. At the federal level, the Administration on Developmental
Disabilities is the federal agency that administers the three elements enabled under the
Developmental Disabilities Assistance and Bill of Rights Act: the develmental disabilities
planning coundils, the university affiliated m%ams in developmental bilities (UAPs),
and the protection and advocacy agencies 8’& s). At the state level, the system can
incluae programs for children with handicapping conditions, special health ‘and prevention
services, vocational rehabilitation and independent living centers, and the state mental
retardation and developmental disabilities agencies (which in most instances are the
primary agencies concerned with older zrsons with developmental disabilities). However,
the lin (Pes among these elements can be very tenuous; in most instances, each element is
independent of the others. Federal funding under the Developmental Disabilities
Assistance and Bill of Rights Act goes only to the planning councils, the UAPs, and the
P&As. State and local developmental disabilities services are funded under state and local
apgmpriations and the agencies have no formal relationship to the federal and state entities
defined in the Developmental Disabilities Assistance and Bill of Rights Act. The prima
source of federal dollars for state/local services is the Medicaid program; with regard to
ediucational services, some support from come special federal children’s programs to the
state and local educativnal agencies. Federal vocational rehabilitation and independent
living aid is also funneled to the states via the state vocational rehabilitation agencies.
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efforts in developing plans.

[ Plan considerations

@ Has the document taken into account  © Does the planning document consider
cross-planning that would bridge the differences in terminology and service
two systems? practices?

Diversity within the older population

Individuals with developmental disabilities represent a population with
varying levels of functional impairments, Thus, they may need services
from various facets of the aging and disability service systems. Program
planners need to consider each of these varying levels of need when
planning for services (see also Section 9). The service needs can be viewed
as fitting three broad characterizations:

* The first grouping is made u? of older individuals with mild
impairments who have been fairly independent all their adult
lives and who because of age-associated impairments will need
special assistance from social, health or aging services. These
persons, whose level of imgairment falls generally within the
definition of “disability” under the Older Americans Act, are
most like other seniors in need of these types of social services.
Estimates are that individuals within this group make up the
bulk of the older population of persons with developmental
disabilities, but represent only a minority of known older
individuals with developmental disabilities.

* The second grouping is made up of older individuals with
severe impairments. In many instances, these seniors, whose
level of impairment falls generally within the definition of
“severe disability” under the Older Americans Act, are like other
ser. .5 who would benefit from targeted senior services, adult
day -ure and other specialized retirement programs. These
perions present the greatest challen¥e to coordination between
the aging and developmental disabilities services networks.
Estimates are that the individuals in this group may make up
the largest segment of known older persons with developraental

disabilities.

* The third grouping is made up of older individuals wit!- lifelong
disabilities who now have age-associated impairment: 1 who as
they age, might be characterized as "frail" and may - 1e specialized

supportive or long term services. These are the per:v.w whose
physical and mental functions are severely limite’. Often they make
up the residual populations of public residential facilities or may be

' Sec page 18 for the Older Americans Act definitions of “disability” and “severe disability”

and pages 20 and 61 for definitions of “trailty.”
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residing in nursing facilities. However, they are also more
increasingly seen In specialized community developmental disabilities
or health care programs. Estimates are that this group is a small,

albeit mostly known group among older persons with developmental

disabilities.
[] Plan considerations

0 Has the planning body made an ejyort ols the planning based on reasonable
to collect demographic information: population estimates for the current
and future population?
0 Does the planning document take into
consideration the heterogeneity of the  © Are special considerations given to
population of older persons with linking needs of diverse groups to
developmental disabilities? service development projections?

Implications of increased longevity

People in the general population are surviving longer. Ieople with
disabilities are also surviving longer because of better health care, better
social conditions, and better housing. Increased longevity has created a
demand for services and special attention that many states are ill-prepared
to address. Since many states had developed child-oriented developmental
and remedial educational services, and adult-oriented vocational and social
developmental services, the new demand for senior-oriented developmental
disabilities services was unanticipated. Further, there is still disagreement
among developmental disabilities policy makers and administrators as to
whether to create a parallel senior services track within developmental
disabilities services or to collaborate with the aging network in the use of
existing or augmented senior services within that network.

Two examples of the "new" problems arising from increased longevity
focus on Down syndrome and Alzheimer’s disease. Persons with Down
syndrome, a condition associated with mental retardation, are now also
experiencing longer life. In the 1930s, the life expectancy of a person with
Down syndrome was about 15-20 years; now life expectancy is at least or
beyond age 50. With longer life there is precocious or premature aging.
People with Down syndrome, for example, who are in their 40s and early
50s have the physical appearance and condition of seniors who are in their
70s and 80s. They also have a shorter lifespan; very few survivors are
found in their 60s.

The second example concerns the incidence of Alzheimer's disease,
which is higg\er amonF persons who have Down syndrome than in older
ersons in the general population.” One out of every three persons with
own syndrome can be expected to eventually have the physical signs of

* For a review of the research related to Alzheimer’s dicease and Down syndrome see Aging
and Developmental Disabilities: Challenges for the 1990s, the proceedings of the Boston
Roundtable on Research Issues and Applications in Aging and Developmental Disabilitics,
available from the Special Interest Group on Aging, ¢/o American Association on Mental
Retardation, 1719 Kalorama Road, N.W., Washington, DC 20009.
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Alzheimer’'s disease. Upon autopsy most persons with Down syndrome
show the brain pathology typical of Alzheimer’s disease. These "new"

roblems will require more attention to the application of clinical

iagnostics among older persons with Down s me to look for early
signs of Alzheimer’s; more training of line staff to be effective observers
and interventionists; and rlanning for senior services for a group of
individuals whose chronological age does not yet entitle them to receive
such services.

[] Plan considerations
0 Does the plan consider the problems 0 Does the plan consider the impact o

associated with an increase in the changes in longevity and the ]
prevalence (2‘ Alzheimer disease among problems pvsafg by premature aging?
persons with Down syndrome?

Special needs of two-generation elderly families

In the general population, it is primaril& the family that provides most
"services” for elderly persons. Because of the efforts of family members, as
many as 60% of extremely impaired elderly live outside of institutions and
fully 80% of their service n are met by an informal support network.
In most cases, such supports are provided by a spouse or by adult
daughters, daughters-in-law, or sons. Unlike most elderl{apersons, older
persons with developmental disabilities generally do not have children or a
spouse on whom they can depend for support. In some cases, they live
with very old parents who still provide their day-to-day supports. "In other
instances, it is siblings or the children of siblings who provide care. A
small proportion of individuals with a developmental disability who receive
state-supported services continue to live with their families into old age.
Although the numbers of elderly persons with developmental disabilities
who live with their families is esihmated to be modest, future trends
indicate that this number will increase markedly.

The two-generation elderly family, where the parents are in their 70s or
80s and a son or daughter with a developmental disability may be in
his/her 50s and 60s, presents a planning challenge since each may need
specific aging services to help meet some of their needs.® Many of these
oider sons or dau%hters may not be known to service providers as they
have remained at home and may have not been involved with any human
services agencies. It is an all too common situation to be alerted to the
existence of these individuals only after their parent has been hospitalized
or has died. Service planning concerns with such families include issues of

¢ See Parents of the Adult Devel tally Disabled, b{JM Gold; available from the Hunter-
Brookdale Center on Aging, 425 East 25th Street, New York, NY 10010-2590. For a
summary of the research in the area of families, sz Aging and Develc; mental Disablities:
Challenges for the 1990s, the proceedings of the Boston ndtable on Research Issues and
ApRllmtions in Aging and Developmental Disabilities, available from Special Interest Group
in Eing, ¢/o American Association on Mental Retardation, 1719 Kalorama Road, N.W.,
Washington, DC 20009. For additiona! information on outcomes of studies with families of
older persons with a developmental disability, contact Dz, Marsha M. Seltzer, University of
Wisconsin, Waisman Center, 1500 Highland Avenue, Madison, W1 53705,
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rdianship’, permanency planning, accepting or finding alternative

ousing, and the need to address the psychological reactions to death of
parents or separation from family.

The problems faced by parents who continue to bear the burden of care
for an older adult son or daughter with a developmental disability poses a
difficult choice for planners. ny states have yet to link genera
available aging services with more traditional developmental disabilities
services in such situations or be sufficiently robust in their service offerings
to address this special situation. A good example of partnership
arrangements is a disability agency attending to an aging son or daughter
with a disability and an aging agency attending to the parent’s aging
related needs, such as in-home and other related services.

[] Plan considerations

o Have %rdianship, rotective services, © Has special thought been given to

and other forms of family assistance planmng for the needs of older
been considered in the planning families:
document?

Aging in place

"Aging in place” means growing older while remaining in the same
residential setting. Generally this notion refers to the problem of increasing
frailty of older individuals already living in a community setting and the
changing demands that frailty makes upon the staff and the environment.
Many older persuns with mental retardation residing in group homes,
agartments, and similar settings, or with their families have aged and their
abilities and needs have changed.

Some older persons are experiencing medical complications or frail
that accompany the normal aging process.’ Such frailty has been defined in
the Older Americans Act as having a physical or mental disability that
restricts the ability of an individual to perform normal daily tasks and
which threatens the capacity of an individual to continue to live in the
community setting. is growing frailty may necessitate admission to a
long-term care setting; however, in many instances such an action can be
precluded by some simple activities; for example, buildigs can be adapted
or changed to compensate for the older individual’s difficulties in

7 Readers are referred to Guardianship of Adults (Rcoource Manual and Participant's Guide), a
workhﬁ ide issued by the Oklaz,oma Department of Human Services yah
Memorial Office Building, P.O. Box 25352, Oklahoma City, OK 73125; telephone 405/521-
6254). This guide was eveloged r‘x?' Therapeutic Concepts, Inc. for the rtment as a
training aid to the Oklahoma Guardianship Act.

For a review of the research related to interaction of the aging process and mental
retardation see Aging and Developmental Disabilities: Challen the 1990s, the proceedings
of the Boston Roundtable on Research Issues and Applications in Aging and
Developmental Disabilities, available from the Special Interest Group on A&ng“ c/o
2American Association on Mental Retardation, 1719 Kalorama Road, N.W., Washington, DC

~1
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ambulation, sensitivity to temFerature changes, diminished vision and
hearing, and impairments in fine motor Jexterity. Further, training offered
to staff related to Ehlysical aging and special medical and nursing care
practices can also help in maintaining the older persons in his or her
residence.

The increased heterogeneity of persons in congregate settings presents
an ever-expanding range of needs to be met and services to be provided by
staff perhaxs more accustomed to attending to a more homogeneous
clientele. As people grow older, different demands are placed upon staff.
In addition, the environment may severely limit function and thus, may be
no longer appropriate for the older person. This challenges the staff to
accommodate to changes in individuals as they grow older. Activities
directed tow. rd adapting the residence and re-training the staff rather than
forcing a change in residence are much more functional means of
addressing "aging in place."

] Plan consideratio.-<

@ Has the plan addressed the need to O Has the plan considered the need to
adapt the physical aspects of re-train staff when the persons for
community dwellings? whom they care become old?

Transitions and transfers

Planning for transitions or ‘-ansfers can involve anticipating the future
needs of the population that - sently lives at home or with caregivers. It
can also involve state poll and planning for older persons currently
residing in state institutic  or in nursing facilities. is includes planning
for de-institutionalization resulting from state residential facility closure and
discharge of persons adjudged under the Nursing Home Reform Act as
inappropriately placed in nursing facilities.

Transitioning or movement from home occurs usually in two circum-
stances, precipitous or planned. In the precipitous situations, the parent (or
pareats) may die or become hospitalized and no one is left to care for the
older person with a developmental disability. Consequently, immediate
emergency housing has to be found, resulting in less than an ideal setting.
It is a circumstance becoming more frequent. In planned situations, the
family has worked with an agency to identify acceptable options for
housing. The older adul. with a developmental disability participates in the
decision making process, often visits the housing chosen, and transition
occurs.

™ either of the two instances noted above, planning for such transitions
takes special care so that emergency placement options are available and a
sufficient number of community living spaces have been developed to
anticipate the annual demand presented by the growing elderly population.

Studies have indicated that a large proportion (sometimes up to 60%) of

known older persons with developmental disabilities are currently
institutionalized. In most instances the institutionalization took place when

75
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the individuals were young; not many older persons with a developmental
disability are now admitted to public residential care institutions. However,
those individuals still remaining in institutions may pose a special planning
roblem with regard to transitioning. Their length of stay in the institution
ﬁas often acculturated them to the facility and movement to another, less
well known, setting can pose special problems. These problems ma
include the unwillingness of the individual to move, finding the "right”
residential and day program mix in the community, and atteLnCFtin to keep

intact the friendship network that the individual has developed and upon
which he/she relies; thus, minimizing "transfer trauma."
[ Plan considerations
@ Has the plan addressed the need to 0 Has the plan considered alternatives
lan for the eventual transition {l‘rom when the state is still actively
iving with one’s family to another involved in a deinstitutionalization
community setting? effort?

Retirement concerns

There are numerous planning challenges related to retirement. One
problem is that while it is easy to "retire from" it is not that easy to "retire
to." Among persons unaffected by disability, the primary gain associated
with work, a salary, is usually substituted by Social Security benefits or a
pension. Further, most persons, when considering what to do upon leaving
the work{orce, also think in terms of what will replace work and the
secondary gnins associated with the work place, such as friendships, a place
to go, and the personal identity that is defined by one’s job. is notion of
reg acement leads to "retiring to." Many states have not yet developed a
policy that permits individuals with a lifelong disability to retire from
programs or activities in which they may have been involved for all or part
of their adult life and move to another set of programs that encompass
alternative facets of retirement’ Thus, a primary concern in state planning
for retirement is ensuring that appropriate policies and structures are in
place to ease retirement.  Another concern is underwriting the costs of
programs that aid in the trancition to retirement and of programs that can
maintain retirement.

An additional challenge is providing the financial supports for
retirement activities. In some instances, this involves finding a way to pa
for housing and day services; in others it may mean finding ways to fun
pensions’. " In still others, it may mean planning for a range of ¥ong-term

* See Retirement Planning for Older Persons with Developmenial Disabilities, available from the
&M(%% lggtimte for Human Development, 2220 Holmes Street, 3rd Floor, Kansas City, MO
108-2676.

'® See On the Feasibility of Different Pension Support Systems for New York State Residents with a
Developmental Disability (available from the New York State Developmenta! Disabilities
Planning Council, 155 Washington Avenue, Albany, NY 12210). The report, noting that
pensions contribute to the self-sufficiency, pride, and independence of a retiree, also notes
that as a result of flaws and shortcomings in existing laws and procedures, older persons
with developmental disabilities are generally cut off trom pension plans that signig' and
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care services to accommodate older persens as they become frail and more
infirm with increasing age. Another challenge is how to grepare options
from which seniors can chose. This may mean reconfiguring services to
more appropriately accommodate people who may wish to retire to other
activities.

Planning also needs to consider which avenues of retirement should be
available within the developmental disabilities system and which should be
available within the glc;neric aging network. In either case, it should
include activities available to all seniors in the local community." Planning
should also address the absorption capacities of activities in senior centers,
congregate meals sites. It should also consider alternatives that will
accommodate new retirement program models that will have to be available
to meet the needs of an ever Increasing senior population with special
needs. Planning should also look at how seniors are defining lifestyle
f.}f\angfs and what needs to be done to help them adapt to their chosen
ifestyle.

Planning within the area of retirement needs to look at policy and
financing, as well as - rogrammatic, education/training, and self-advocacy
issues.

[ Plan considerations

@ Does the plar consider retirement @ Does the plan examine and consider
policies and options? retirement programs or supports?

ease the transition from a life centered on work-related activities 1 one given over to
leisure actjvities. The report’s approach is to look at four categories of workers with
differing d of disatility, each representing a different aspect of the problem. The
report also [ooks at different approaches to pensions that could provide a quantitatively
small, yet symbolically significant income during a retiree’s old age. It is argued that such
pensions should be seen as supplementing SSI and SSDI, which presumably will continue
throughout the lives of the rees, and will provide the discretionary income r&mviously
ea through a job. However, one problem is that to qualify for SSI, a worker must
have no more than $2,000 in assets, a figure that includes tangible assets such as cash
savings, stocks, or bonds (but excludes a home and other like personal effects). This asset
limitation eﬁMive!Ithmscﬁbes lifetime savings designed to provide a "pension” pag)ut
upon ret‘rement. The report rmgoses five different potential approaches to providing
%:sions for older persons with developmental disabilities. They are: (a) an individual

nus check” Krogram awarded by an individual agency; (b) a payment program financed
through a surcharge assessed on commercial customelscgy sheitered workshops; (c) a
statewide pension Fmgram administered by a statewide agency or association of agencies;
(d) a variation on the standard Individual Retirement Account” (IRA); and (e) a pension
fund administered statewide by a private insurance company and supported through
contributions from rﬁdmg service agencies. With rd to (d), the report notes that
current laws characterize as savings Frograms, and since they are counted as assets
toward the $2,000 cap for individuals receiving SSI such IRAs are not available as pension
plans for Americans with develsrmental disabilities. The report recommends changes to
the Social Securil'{l law that would either change the asset cap or institute an IRA Pension
Program specifically for people with lifelong disabilities.

Readers are referred to the companion how-to guide, "The Wit to Win: How to Integrate
Older Persons with Developmental Disabilities into Community Aging Programs,” available from
the New York State Office for the Aging, Agency Building Two, Empire State Plaza,
Albany, New York 12223-0001.

oy o~
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Developing plans and reports

Planning can be done within the structure of state agency or quasi-
public special task forces, committees, planning councils, provider
associations, and the like. Any or all can work to produce information and
documents that target the specific needs of older persons with
developmental disabilities. A number of informal planning documents have
been produced that represent state/local task force reports or commissioned
studies or reports.

The table on pages 66-68 provides information on some sample state
task force reports, regional or special purpose Studii reports, an
commissioned studies/reports. These and others like them can be used as
guides for the develo?ment of your plan or report. The table provides
information on the title and author, as well as purpose and contents. In
most instances, these plans or reports can be obtained by contacting the
organization noted.?

A brief synopsis is provided for each document. System assessment
means that the document contains an analysis or assessment of the services
available and needed and draws conclusions as to the barriers or systemic
deficits that may be present. Background/demographics refers to the
information the document provides on the state and its population.
Recommendations means that the document offers next steps or actions to be
undertaken. The documents’ contents vary; some contain more detail,
others less.

[] Approaching planning

The table on page 70 offers an outline of information to include in a
typical plan document. Plannin%does not have to be a complicated matter;
it can be undertaken informally by a few persons or can be conducted
formally and involve an official process. Consider the following:

O agreeing upon 1. ms, definitions, and D gathering data on the population

scope of work _ - request data from state agencies
- who are you going to include in the - conduct surveys
plan? (i.e., how will you define your - draw from existing documents
tagget population; will you use t
federal definition of developmental a collecting ideas about issues[problems/
disabilities, a state variant, or some solutions from key informants
other?) - interview key state agency personnel
- what age g'rou;)s will you use? (age - interview key consumers
55+ age 60+? no age point?) representatives
- consistent in use of terms? (for - interview selected service providers

example, "aged,” "older;" "elderly”)

? Coples and more information may also be obtained from the University of Akion’s
National Research & Training Center Clearinghouse, University of Akron, Consortium on
Aggg & Developmental Disabilities, Institute for LifeSpan Development, 159 Carmll Hall,
Akron, OH 44325-5007; telephone 216/972-7956 or fax 216/972-6950.
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STATE PLANS AND REPORTS

Report
State task force reports

Serving Older Persons with
Developmental Disabilities in
Arizona

(June 1987)

AginflAged Persons with
Developmental Disabilities in
Indiana: An_Interagency Planning
Tasl; )Forae Report %November
198

Report of the Commitiee on Agin
a:go Deveflo mental Disabilitiesgz 8
(New York)

(November 1983)

f’er:‘iices for Eﬁerly Mentally
andicapped Mississippians: A
Coordinated Plan i
(June 1986)

A Guide to the Future: Services to
Older Persons with Developmental
Disabilities (North Carolina)
(March 1991)

Author/Source/Descriptors

Arizona Division of Developmental Disabilities (220
North Leroux Street, Flagstaff, AZ 86001)

77 pp.

Purpose: identify special situations and requirements of
older persons with developmental disabilities and offer
recommendations.

Contains:

* system assessment

* recommendations

Indiana University, Institute for the Study of
Developmental Disabilities (2853 East Tenth Street,
Bloomington, IN 47405)

épp. o .

Purpose: identify special situation and requirements of
older people with developmental disabilities and make
recommendations for service development.

Contains:

* background/demographics

s system assessment

* recommendations

New York State Office of Mental Retardation &
Developmental Disabilities (44 Holland Avenue, Albany,
NY 12229)

86 pp. o

Purpose: examine issues, problems and needs of older
persons with developmental disabilities and outline
specific recommendations for addressing concerns
identified.

Contains:

* background/demographics

® system assessment

e recommendations

Mississippi Department of Mental Health (Boswell
Retardation Center, P.O. Box 128, Sanatorium, MS 39112)
113pp. with appendices

Purpose: 1ssess state of service provision, identifv needs
and gaps in services, define funding, and provide
recommendations for state activities.

Contains:

* background/demographics

* system assessment

* recommendations

North Carolina Department of Human Resources
(Division of Mental Health, Developmental Disabilities
and Substance Abuse Services, 325 North Salisbury
Street, Raleigh, NC 27603)

180pp. with appendices

Purpose: provide a compendium of information on state’s
situation related to older citizens with developmental
disabilities.

* background/demographics

® system assessment

QO
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Nebraska Plan £or Aging
Individuals with Developmental
Disabilities

(1991)

Service for Older Persons with an
Intellectual Disability in the State
of Victoria (Australia)
(November 1990)

Regional/special purpose reports

The Newest Minority: The Aging
MR/DD Population in Oneida
County (New York) (June 1988)

Care for Aging Persons with
Mental Retardation: A Planning
Study for Cedar Lake Lodge, Inc.
(Kentucky)

{June 1990)

Commissioned studies/reports

The Interaction of Aging and
Developmental Disabiities: A
Planning Study of the A%ng and
Elderly lopmentally Disabled
(Florida) (November 1988)

Nebraska Department on Aging (P.O. Box 95044, 301
Centennial Mall-South, Lincoln,” NE 68509)

82 pp.

P se: evaluate current service delivery system as it
applies to older Nebraskans with developmental
disabilities and make recommendations for system
reform.

Contains:

¢ background

e system assessment

¢ recommendations

State of Victoria Intellectual Disabilit?' Services,
Community Services Branch (555 Collins Street,
grioelboume, Victoria 3000 Australia)

Pur%%se: assess state of older population of persons with
developmental disabilities and make recommendations
for service development and coordination.

Contains:

¢ demographics

¢ system assessment

¢ recommendations

Oneida County MR/DD Task Force Committee (Institute

of Gerontology, Utica College, Burrstone Road, Ltica, NY

13502)

30 pp.

Purpose; examine problems in the service delivery

3ystem of Oneida County affecting older persons with
evelopmental disabilities.

Contains:

¢ demographics

¢ system assessment

¢ recommendations

Urban Research Institute, (College of Urban and Public
Jgkffairs, University of Louisville, Louisville, KY 40292)
1 pp.

Pur%gse: grovide a long-range plan for older persons
living at Cedar Lake Lodge. '

Contains:

¢ demographics

® system assessment

e recommendations

Florida Developmental Disabilities Planning " il
(Evaluation Systems Design, Inc., 700 Nort%x (. .oun,
Suite A-3, Tallahassee, FL. 32303)

99 pp.

Purpose: provide descriptive information, data analysis,
and planning reiated recommendations on Florida’s older
pulation of persons with developmental disabilities.

ontains:
¢ background/demographics
e system assessment
» recommendations

S
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Plannin the Future: Meeting
the Naeisfg;' Elderly
Developmentally Disabled Persons:

Sum rt (Massachusetts)
(April 158};5”0

The Aged and Agin
[v)ewlopmgadAtgllg’ Brsab'g led in

irginia: reliminary Report
(Oc%tober 1990)

Caring for Aging Developmentall
Disabled Adu ts.fg Perspectives an]
Needs of Older Parents
(Colorado)

(September 1988)

Aging Persons with Developmental
D‘gaglities in Hawaii: Preliminary
Qbservations
(June 1989)

Aging and Developmental
Dzsagilities: Research and Planning
(Final Report to the Maryland
State Planning Council on
Developmental Disabilities)

(April 1987)

Massachusetts Developmental Disabilities Council (Heller
OGzr;&t;ate School, Brandeis University, Waltham, MA

44 pp. . .
se. survey service system for older persons with

developmental "disabilities in Massachusetts, assess

current system and make recommendations for service

development.

Contains:

¢ background/demographics

* system assessment

* recommendations

Board of Rights for Virginians with Disabilities (Virginia
Institute for Developmental Disabilities, Virginia
Commonwealth University, Zox 228 MCV $Sation,
glichmond, VA 23298-0226)

Pur%%se: determine population of older persons with
developmental disabilities in Virginia, identify service
needs, and coordinate state agencies’ efforts to address
needs.

Contains:

¢ demographics

* system assessment

* recommendations

Colorado Developmental Disabilities Planning Council
(Gerontology Program, Department of Human Services,
University of Northern Colorado, Greeley, CO 80639)

40 pp.

Ppse: determine information about older persons with
developmental disabilities living with parents or other
caregivers, identify services used and needed, and
identify future needs.

Contains:

¢ demographics

® service assessments
* recommendations

University of Hawaii University Affiliated Program for
Developmental Disabilities (1776 University Avenue, Wist
[I;ISall 211, Horolulu, HA 96822)

Pur%}())se: preliminary examination of the status of elderly
rsons with developmental disabilities in Hawaii.
ontains:

¢ demographics

* system assessment

* recommendations

Center on Aging (University of Maryland, College Park,
MD 20742-7§I)g i B

100 pp.

Purpose: identify current status of state’s population of
older persons with developmental disabilities, identify
their needs and the barriers to receipt of services, and
develop recommendations for overcoming the problems
identified.

Contains:

¢ demographics

* system assessment

* recommendations

0
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o beginning to select the key issues
- what are the most pressing
concerns?
- what are barriers that should be
addressed quickly?
- what are barriers that call for long
term actions?

o developing a working draft and
circulate 1t broadly for comment
~ include persons not originally
contacted or involved
- include persons quoted or whose
information you used

a incorporating suggestions from readers
- consider politizal ramificet” .15 of
changes -- wi.l they help in
acceptance of report once it is
formally distributed?

[] Undertaking a needs assessment

To determine what may be needed
by a target population, it may be
necessary to undertake a needs
assessment. Undertaking a needs
assessment also serves to sensitize
those involved to the issues and can
serve as a means of creating a network
of interested persons. The value of
this largely unintended result should
not be underestimated.

Needs assessments may be done
via a formal or informal process.
Planning at the state level to l;;repare a
state or federally mandated plan
document is usually a forma

to legislative or agency
car be simply the assembli

of what information is at hand, making

- consider whether changes will help
in stating your goals

aking changes for readability
size up pnint, use white space, wide
margins, avoid overly jargon-ridden
text, use illustrations and charts,
bold and hitthi ht recoinmendations.
include tables that can be easily
photocopied Lor local plans.
- follow the "KISS" admonition:

Keep It Short and Simple”

&m

ﬂdecidin§ on distribution
- include a transmittal letter from
highest government official
- include brief summary in front that
highlights findings and
recommendations
- distribute broad'y

l

NEEDS ASSESSMENTS SHOULD

e systematically identify the population
under study.

* provide reasonable estimates of the
number and scope of the population.

* determine the resources currently
available to address the population.

* identify the needs of the individuals

within the lation.
et these needs.

* identify means to satisfy
® identi d;fssible barriers meeting

these needs.

rocess, involving specific dictums, examining
and projecting the allocation of resources, and identi
olicy initiatives. Alternativ

f{in roducts linked
ely, informal processes

it

n
available through whatever c%nannels exist, and incorporating it into a report

or plan document.

Whichever means are used, a needs
because it helps to define or determine

assessment can aid in planning
the following:

* the number and characteristic of the population under study,

e which services are most needed o

r are in most demand,
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¢ to what extent the services
aiready available address
these needs (i.e., the issue
of avaiiability),” and

e the extent to which
available services are
coordinated and accessible
to persons needing them
(i.e., the issue of
accessibility)."

To aid a planning effort, there
are two primary strategies that can
be used to collect information:

e Hard data collection: This
strategy involves using
a{.:propriate means to
ohtain information about
certain social character-
istics of a population
and/or ecological
characteristics of an
environment to rates of
a condition. Such
approaches include
epidemiological research,
social and health
ir dicators analysis, and
uses of an approach
termed ''rate-under-treat-
ment".

Sources of hard data include:

- state agencies that
maintain "client
information systems."

-universities that have
undertaken specific
surveys.

WHAT TO INCLUDE IN PLANS
OR REPORTS

Background Information

- statement of intent, values, philosophy
- what's to be discussed

- define the problem

- define the agencies involved

Demoigraphics

- what information is available on state’s
olaer population

- what information is available on state’s
older population of persons with devel-
opmental disabilities

- population projections (current, near
future, long range)

- population  charts/tables by cities,
counties or service districts

Service Availability and Accessibility

- discussion of current conditions in
state

- discussionfidentification of impediments
to achieving desired ends

- disc“iussion of population needs, agency
needs

Strategies and Recommendations
- g;esgntation of strategies to overcome
rriers
- discussion of trends and needs to be
addressed
- succinct recommendations of report

Appendices

- bibliographies and references
- reference matter

- tables, charts

- agreements

- lists

" Awailability refers to the presence of a service; this may be expressed in terms of whether a
service exists or in degrees -- whether sufficient program spaces [or some other measure]
exist. Tie planning question is whether supply equals demand.

" Acces ‘buuy refers to the ability of an older person with a developmental disability to
obtain needed services; this may be described in terms or whether the se1vice exists and
the extent tc '-“ick barriers are present to obtaining the service. Accessibility may be
affected by a wrie;y(of factors: economic (agencies lack funds to provide or the person can't

pay for it), tempora

not provided during times when needed), locational (the person can’t

et to it), architectural (building design prevents access), organizational (language or cultural
i‘ference; not designed for all) or informational (don’t know it’s there).

53
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- health systems or planning agencies that maintain extensive
databases or information on population health status.
- service providers’ data.

* Soft data collection: This strategy uses subjective evaluations of
developmental service needs obtained from a variety of
knowledgeable and representative informants.

Sources of soft data and information include;

-mail and telephone surveys.

- information drawn from state policy documents and plans,

- annual reports and newsletters from consumer organizations.
- interviews of key informants.

Most organizations will lack the resources to undertake rigorous
scientific studies of the characteristics and needs of specified populations
(for example, all older persons of a state). However, if the resources are
available, such studies, on a population or sample basis are ideal and can
provide much useful information. When such projects are not easily
undertaken, other methods can be employed to collect useful information.
Such methods, which can be carried out with less time and ex nse can
incl%dg mail and telephone surveys. The next section covers these
methods.

[] Conducting mail surveys
One means of collecting information is to mail out a surve form that

requests responses to your questions. Before attempting such a survey
consider:

o thinking about how the recipient of agenciesdon’t have the means to keep
your survey is likely to respond to the formal data or the means or time to
survey (is it seen as important or as retrieve data that may be in user
another piece of "busy-work")? records.

© asking for information that will take Q giving your resz;ondents options to
no more than 10 minutes to find; chose from, rather than asking them to
don't send a form that will take more write responses (for example, "What
than 15 to 20 minutes to complete. percentage of your program parti-

. cipants are men?: none, less than half,
0 asking for simple rather than complex half, more than half, all).

irg’ormation (for example don’t ask,
"How many persons do you serve who
are age 65 and older who come from
the Eastside, how often do they come,
and who brings them?").

0 keeping your questions simple (for

example, "In your estimate, what
percentage of your clientele are
men?") and remember most

Qusing a survey form that is easy to

complete. In ‘most instances, this
means not requiring a written
response. Using multiple choice items
will make it easier later to code the
responses and simplify your analyses.

Qgiving the recipient space at the end

to tell you some of his/her thoughts;

N
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however, make this an optional part of  you are going to computerize your
the survey. data.

o working out the codings in advance, Cpilot testing your survey.
not after you get the surveys back, if
[} Conducting telephone surveys

Another means of collecting information is to telephone key people or
inforinants. Before making your calls, consider:

o testing the questions and modify them Q@ having questions prepared and

to them useful and standardized before you call.
understandable.
‘1asking open-ended questions and code
a sending a letter ahead of time telling them as you hear the responses.
the person you will be calling and
enclose auestions to be answerzd S asking follow-up questions to amplify
the respondent’s thoughts on issues. [ ]

D
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Section 7

Building Partnerships

0 S

Partnerships between the aging and developmental disabilities networks
are essential to the expansion and improvement of services to older persons
with developmental disabilities. Developing such partnerships can involve
a number 0 a%proaches. This section presents some suggestions about
how to bring the aging and developmental disabilities agencies together,
techniques to organize your community, and methods to develop
interagency agreements.

Partnership initiatives by state
councils or advisory bodies

One path to developn:P a ]partnership can be through the adoptio: of
su.ht an ‘nitiat: .e by the developmental disabilities planning council. r'his
can be accomplished in the following way:

* the council, through its members -- the aging agency
administrator and the mental retardation/developmental
disabilities agency administrator -- can seek to target
aging /elderly persons with mental retardation/developmental
disabilities as one of its priorities. This can lead to an
interagency committee being set up with the charge to conduct
conjoint planning, budgetary allocations, and staff sharing
arrangements.

* the developinental disabilities planning council can, through its

56



Building the Future 74
7 Building Partnerships

grant program, offer funding support to the state unit on aging
to do policy studies, conduct needs assessments, and/or
establish demonstration programs that draw together local agin
agencies and the community’s mental retardation/developmenta
disabilities providers.

The state advisory council on aging can reach out to the state
developmental disabilities agency and establish an interagency task group
that would be charged with coordinating planning, training and services
development. It can also ensure that a person or persons reﬁresenting the
interests of older persons with a developmental disability will become a
member of the council or advisory body.

Partnership initiatives by state agencies

Using an interagency task force is a helpful initial approach. The state
unit on a§ing can reach out to the state developmental disabilities agency
and establish an interagency task ﬁroup that would be charged with
coordinating Dlannin%, training and services development. The
developmental disabilities state agency can reach out to the state’s unit on
aging agency and establish an interagency task group that woul be
charged with coordinating planning, training and services development.

[} Techniques that bring state officials together

O inviting comparative level disabilities agencies, and the state’s
administrators from the aging and developmental disabilities planning
mental retardation/developmental council through mutually agreed upon
disabilities to speak to a roles and responsibilities that stem
provider/consumer group or at an from an interagency memorandum of
interagency conference. understanding.

Q inviting representatives of aging and v working toward establishing an
mental retardation/developmental interagency task group that examines
disabilities to be on a planning a particular long term care problem
committee for a conference or task (e.g., housing, adult day care, family
group on aging and disabilities. assistance) that involves both

dependent elderly and older disabled

0 working toward formalizing a populations

relationship among the aging service
agencies and mental
retardation/developmental

Organizing your community

There are a number of aspects you should consider when organizing a
community ¢ meet the needs of older persons with developmental
disabilities  "hese include:
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e Is there an estimate cf the number of older , 2rsons wich
developmental disabilities in the community? If not, what can
be done to obtain either an estimate of the older population of
persons with developmental disabilities or a working head
count? Are there university or governmental resources available
to obtain this information?

* Have disabilities providers accepted the fact that they have a
significant number of older individuals being served by their
agency, and do they think that a differential program approach
is warranted and necessary? If there is denia ofrthe problem,
what approaches can be used to help the agencies recognize and
accept the need?

* What is the position of the area agency on aging with regard to
the community’s older disabled population? Is it an attitude of
"we'll tr, ‘o do what we can.." or "they’re not our responsibility
and you keep them.."? Have overtures been made to
rollectively approach the problem? Is this ne%ative position a
result of "handicapism" with regard to mentally retarded or
physically disabl peo;)le or a general attitude toward any
problematic population? Is it the position of the senior
administrator or indicative of the whole agency? Is it likely to
be overcome with education and overtures to share
responsibilities and resources?

e What are the disabilitﬁ agency’s program attitude structures
like? Are they generally isolated an overwhelmingclly
encompassing or do they encourage and facilitate independence
and community integration? Do the disability agencies try to do
it all or perform the role of a broker and facilitator for persons
to use other community services? Is the attitude one that is
historical in the community or is it based upon the prevaiiing
attitudes of the board of directors? Can the attitude be
modified?

* What are the activities of self-advocacy groups? Have local self-
advocacy groups organized to help the older members of their group?
Has the locality’s indelgendent living center been involved with the
aging network to work on issues o ph?rsical accessibility or program
integration? Are there groups that could be formed to provide
mutual assistance and supports? How will persons with impairments
be represented in your efforts?

e What are the transportatior resources éor other eld- ly or
disabled persons with spc-ial needs? your are2 ole to make
use of public transportation or is this a seri-:us Dw.blem for all
local residents? Do the aging agencies have ‘heir own
trans’portation resources? Do the disability : zencies have their
own? Are they agreeable to sharing transp n.ation resources
and helping each other in the event of dupli.itive routes?

® Do program regulatory structures seem tu «l:scourage innovation

-U‘ Sb




Building the Future 76
7 Building Partnerships

in program design for special po~ulation groups? Is the attitude
of gtat%r authorit'lg:s for.-. of ﬂexﬁ)ility or riégi,ty with regard to
the program standards for special situations? " If there is a
problem, is the problem one of written policy and procedures or
regulations, or of historical practices that have become hard to
change? Has anyone tried with regard to senior services?

e Do agencies feel that they can start up new programs with
state or other financial assistance or are new programs not
allowed at this time? Is start-up of a new program a lengthy
and laborious process? What is the budget climate like? Are
there start-up or demonstration funds available that could be
used for senior services?

o What is the nature of the senior center and congregate meal
sites in the community? Are the centers dominateé by a clique
(a closed groug) of seniors or are they generally open to all
Wtential users? What are the integration potentials of the sites?

ho has the final say on methods of access? Are there other
seniors who would be willing to serve as senior friends or
companions to new members from the disability agenci»s?

Strategic planning to organize the community involves the consideration
of these and other variables by a committee made u& of people from both
the aging and developmental disabilities networks. How these questions
are approached within the context of a Fartnership building effort will often
dictate how successful the committees etforts will be.

[] Setting up local task forces

Networking and networking meetings made up of people from both the
aging and developmental disabilities networks set the stage for building the
relationships needed to make integration 2 reality. One way to network is
to organize 1 workgroup, committee or task fcrce. The setting up of such
formal committees or task forces shouiu e a %recursor to other activities
when your focus of activities is in a highly urbanized metropolitan area.
Rural areas, composed of few agencies and interested or affected staffers,
can come to cooperative decision-making over a meal at a local restaurant.
However, highly urbc.aized areas, with a complexity of staff interactions,
agency territoriés, and disparate funding and oversight sources, may need a
more structured brokering approach. Such forma! task forces are generally
set up to achieve a specific aim -- such as new program development,
interagency cohesion, or promotion of accessibility.

‘€ your needs are to organize such a formal _roup in a major metro-
golitan center, we would suggest that you follow the suggestions outlined,
ut direct your activities in a more formal manner. For example, to get
such an etfort off the ground, you may need a formal auspice -- that is, the
sanction and support of a formative group whose reputation and role is
such that it will draw participants to the task force. In some instances, the
charge to such a group comes from a geovernmental or other entity.

X
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Such an entity might include:

e the local government mental health or mental retardation/
developmental disabilities department

¢ the local county aging office or department

* a university center on developmental disabilities or

gerontology/geriatrics
¢ a foundation

e a community planning body or interagency council
¢ a health systems agency or similar group

A formal approach generally may be needed to set up the such a
group. Before getting to far along, consider the following:

o sending invitation letters which are on
the letterhead of the sanctioning
organizetion to the involved agencies
and their representatives.

@ thinking ahead about specifically who
to invite who will "spark" discussions
and keep them within the objectives of
the group.

© obtaining a "charge” or directive from
a governmental entity to enable you
to coalesce the agency participants
around a tangible objective.

© appointing a formal chair or convener

aﬁpointe (from either the group or by

the sgeonsor) to hegi lead the m2etings
a

and keep the agenda on task.

adividing your large group into
commit%egs that agre %erged with
specific tasks.

Q recording attendance and minutes of
meetings and distributing then: in a
timely manner prior to ensuing
meetings.

Qdeveloping "carrots” or incentives to
keep participants involved (these might
include helping design a short and
long range plan, recommendations for
budget requests or allocations,
publicity or Ipublic education
campaigns, legislation review and
lobbying, needs assessments, policy
review and publicity and recognit'om
for their agencies).

(] Developing local aging & developmental

disabilities networks

Local aging and developmental disabilities networks are the informal
ﬁroups formed by persons of like interest or concerns. The importance of
elping to foster a local network is highlighted by the successes they have
had in promoting community integration. A network group can be the
driving force behind integration, helping to carry out activities and
mobilizing the greater community behind their efforts.

In many communities, working network groups have lead to or have
been formed from task forces of agencies/providers in either the
develnpmental disabilities system or the aging network. Similar efforts can
be made to establish regional joint network groups on aging and mental
retardation/developmer:tal disabilities. Network development strategies can
be broken into informal and formal approaches.

He
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Within the informal or grassroots approach, the in;getus for building a
network comes from one or more personally committed individuals who are
concerned about the issue. This approach can produce an informal network
that can sprout from a meeting process that involves like-minded
individuals who have ccme together to share ideas.

Meetings held to share information and to develop local community
service development strategies can be one outcome. These informal
network groups can eventually lead to more formal provider associations,
or community plar.-i4g bodies. Informal network development can involve
the following:

© raising the issue at a staff meeting O finding out who in other agencies
within your agency and suggestin which 0[Jerate seniors programs should
that you would like to lead a study be involved

19/ writing to agencies in
group to discuss it further. your area and inviting interested
persons to an informational meeting
o asking if others, at an interagency on the subject.
meeting of providers, are interested in
setting up a committee on aging.

The [ormal approach is more structured and includes contacting a wide
range of agencies that serve older persons and persons witn developmental
disabilities in the target community and speaking with the persons in
charge of those agencies, as well as leaders of consumer groups or local
planning bodies.

The primary contacts should, at minimum, include a number of different
persons and groups. Consider contacting:

Q professionals who work with older would include families of individuals
persons with developmental disabilities,  with disabilities, foster families,
such as social services workers and the ~ community residence operators, and
maragers of residential, work, and day  anyone else who voluntarily or in a

pregrams. familial or professional role provides
services to persons with developmental
O government agencies with disabilities.
responsibility for persons with
developmental disabilities. © operators of programs for the elderly
o such as congregate meal sites, senior
Q private organizations, such as centers, day care centers, and other
foundations and charitable funds, programs.
active in the community that are
concerned with the elderly or wiih O other influential community providers
developmental disabilities. such as physicians and health care
workers who come in contact with
Q careyivers for people with persons with develr: .nental disabilities.
deve?opmental disabilities. These

Critical to either method is the commitment of the individual(s) who
begin the effort. It is the individual investment of time, energy, and

91



Building the Future 79
7 Building Partnerships

personal sacrifice that will often tell of the success or failure of a
networking effort.

However, such efforts seldom begin and build in an idealized fashion.
Discouragement can be experienced, stemming from such diverse sources as
agency territorial politics, government inertia, seeming indifference by
professionals not yet "tuned in" to the realities of the aging population, and
personality conflicts. These seemingly insurmountable obstacles will become
mere hindrances if one perseveres in the network building processes.

Interagency agreements and relationships

The purpose of an interagency agreement is to bind twe or more
agencies to a common purpose and to clearly delineate the roles and
responsibilities of each. Interagency/intergovernmental state/local
agreements can be useful defining activities and identifying a common goal.

An example of such an agreement is the one that has been signed and
implemented at the Federal level between the Administration of
Developmental Disabilities and the Administration on Aging (a copy of the
agreement appears in Appendix C). Such agreements also may be signed
at the state, regional and local levels.” Examples of such agreements are
also in Appendix C. These agreements may address any or all of the
following actions:

* encourage the staff of each agency to consult and to share
expertise, creatively solve common problems, and advocate for
services;

¢ plan and implement appropriate models or demonstration programs;

¢ exchange information and data;

* use cooperaiive funding opportunities available from federal
agencies and private organizations;

* plan for future needs;

* identify current gaps in services;

A number of states ha se sig ed interagency agreements, including California, Connecticut,
lllinois, Ohio and New York. Examples of New York’s state and local agreements are in
Appendix C. For copies of the other states’ ag;lveements, contact the following: California
Department of Developmental Services, 1600 9th Street, Sacramento, CA 9581§ or California
Department of Aging, 1600 K Street, Sacramento, CA 95814; Connecticut Department of
Mental Retardation, 90 Pitkin Street, East Hartford, CT 06108 or Connecticut Department of
Aging, 175 Main Street, Hartford, CT 06106; Illinois Department of Mental Health and
Developmental Disabilities, 402 Stratton Office Building, S rintgﬁeld, IL 62706 or Illinois
Department of Aging 421 East Capitol Avenue, Springfield, IL 62701; Ohio Department of
Mental Retardation and Developmental Disabilities, State Office Tower, 30 East Broad
Street, oom 1280, Columbus, 01143224 or Ohio Department of the Aging, 50 West Broad
Street - 9th Floor, Columbus, OH 43266-0501.
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develop joint annual workplans;

consult on development of state or local plans;

* encourage cooperation and coordination of services between
regional/local aging and developmental disabilities agencies;

coordinate public education and awareness campaigns;

develop guidelines for senior program requirements and regulations;

* develop guidelines for pre-service and in-service training and
education programs in aging (gerontology and geriatrics) with
application to disabilities;

* adopt an agreed-upon, standardized system of data gathering and
bookkeeping;

* develop and deliver joint testimony before legislative or budget
bodies or committees; and

* make recommendations for legislative action.

What comes first, agreements or cooperation? This will depend greatly
upon the circumstances in each state and locality. In our experiences, we
have found that cooperation leads to agreement. This permits time to test
out areas of concern where an initial formal arrangement may be an
hinderance. However, in other instances, such cooperation would not start
without a formal agreement.

[ Setting up an interagency agreement

Consider:
Q startin meeting with the consideration by all principals and
indivifuab[‘s{ from tﬁe other group or interested partl;'gs. princip
agency.
o circulating the draft for comment to
0 developing a common agenda and key individuals/agencies/groups
timeframes
O ensuring that you have the full
O agreeing that there is a need to support of the signatories before you
formalize your relationship proceed further.
@ identifying items that need to be Q incorporate appropriate changes
inclutgd ?n the agreement deﬁvrgd from pc,:)rg’r,nents. 8
Q analyzing the ramifications of the @ circulating the final version one more
items and the wording to be used to time for “last chance" comments.

identify and formalize them.
Q gathering signatories and holding a
@ developing a working draft for signing ceremony. [

-




Section 8

Developing Training
and Education Programs

2 OO

Integration succeeds when program staff understand and feel comgetent
in addressing the needs of their clientele. Staff must understand disabilities
and issues related to aging and the loss of functional capabilities related to
advancing age.

Training Jarograms are an important ingredient for project staff
managers and direct care staff responsible for providing programs and care
to older persons who have a developmental disability. ese programs
should blend the available exfpertise found in gerontology and geriatrics
Brtograms with the expertise found in developmental disabilities programs.

her disciplines, as appropriate, can contribute to training and education
programs.

Training will help staff to:

* learn about all aspects of the agi rocess as it applies to
persons with a developmental gm gtn%ty, and abou? the
community services available to such persons;

* know how to identify older ?eople with a developmental
disability who can be integrated into aging services programs
and sites that can accept them;

* know the procedural steps needed to bring about effective
integration;
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e know how to oversee and evaluate the integration activities;

¢ understand the general functional aspects of the older person
with a developmental disability;

e work with the specific individuals being integrated into an
aging program site; and

® overcome a;laprehensions about working with older persons
with a developmental disability.

Who should be trained and what type of training is needed? How
should that training be delivered and what is the best methodology to do
so? How can you determine what grox:fs should be targeted and how can
you be sure that the training you provide is effective?

Determining training needs

According to a report prepared by the National Institute on Aging’, the
following health care fields will need training in the needs of older persons
with developmental disabilities between now and the year 2020:

medicine

nursing

dentistry

psychiatry

psychology

social services

occupational and physical therapy
pharmacology

nutrition

recreation/leisure therapy, and
communication therapy

In addition, there is a need for a greater number of specialized uni-
versity programs to offer training that combines mental retardation/devel-
opmental disabilities education with aging and geriatric education.

In order to address these needs, it is important to discern between short
term and long term training needs. For the short term, there is a need to
train service providers and caregivers who already work with older persons
with developmental disabilities. To accomplish this, we need to expand
short-term training efforts to:

e increase the number of currently employed practitioners with
expertise in both the fields of aging and developmental disabilities;

' Personnel for llealth Needs of the Elderly through the Year 2020, National Institute ¢ Aging,
(Bethesda, Maryland), 1987, This report, among other things, has a section that addresses
the needs for trained personnel with regard to developmental disabilities.
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* emphasize aging in the training programs of key workei= in the
field of developmental disabilities who are currently (or .ill be)
working with adults;

¢ introduce developmental disabilities content into the training
programs of workers in the aging field;

e institute a systematic system of in-service training programs for
workers in both fields, to ensure that even when there is staff
turnover, workers will continue to be trained; and

¢ develop curriculum materials that can be used by trainers
who do not have an in-depth knowledge of the subject matter
themselves.

For the long term, there is a need to develop and train professionals
enterinq the field of aging and developmental disabilities. In order to
accomplish this, we need to :

e set up faculty leadership/fellowship programs within geriatrics
and gerontology university and research programs for cross-
training faculty of developmental disabilities programs;

¢ introduce the topic of developmental disabilities into the curricula
of academic programs on aging, geriatrics, and gerontology;

¢ involve the efforts of individuals with ex%ertise in aging,
geriatrics, and gerontology who work within university affiliated
programs (UAPs) to develop coordination between UAPs and
nearby university programs in aging;

¢ identify, designate, and develop select UAP programs as
training centers in aging and developmental disabilities;

* develop affiliation agreements between university programs
specializing in developmental disabilities and university programs
in aging, geriatrics, and gerontology; and

¢ strengthen long-term training activities to increase the number of
new professionals in a variety of disciplines with knowledge of
the special aspects of aging among persons with developmental
disabilities.

[(] Assessing training needs

In Section 6 we provided information on conducting needs assessments
as a basis for planning. Here, we draw on part of that material to
highlight some practices used tc assess short and long term training needs.

When assessing training needs, look for the following:

* gaps in human resources in the service system, including the
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specific skills needed to address service detnands. For ex-
ample, it is not sufficient to know that there are shortages of
physical therapists or of other health care providers to serve
aﬁmq dpersons with developmental disabilities. Each locality
should endeavor to identify the particular set of skills that are
lacking in the available human service pool that would be
required to serve these persons. Such needs a:sessments
should yield information on numbers of persons needed, as
well as the skills they need to acquire.

* skills that may be required to initiate basic day and residential
services. In most communities, basic services frequently require
rsonnel at the direct care level, while less critical skills may
involve tertiary diagnostic and treatment planning services.

Whom should you survey? In general, assessment of short and long term
training needs requires input from service providers, training resqurces
(such as universities and agencies which provide inservice training), funding
sources such as Foverr.ment agencies and private foundations, consumers,
and the potential trairiees themselves.

How do you survey? Here are two approaches that can be used to
assess training needs:

* conduct a formal needs assessment of g'our communitfy’s
training needs by surveying the available pool of professionals
or workers who provide services; the educational resources
that deliver training; and other individuals involved in
advocacy or development work.

* do consensus planning with a task force, such as described in
Section 7. A task force or committee can be used to arrive at
a list of barriers to, and needs for, effective personnel
preparation in aging and developmental disabilities. This
approach often complements, but may not replace the formal
needs survey techniques described above. This approach has
the advantage of also developing community support for a
training initiative, which may not occur when the formal
survey approach is used alone.

Training approaches

Training is a means (;ié)roviding information to aid in enhancing skills
in response to a stated need. The process starts with determining the
needs that are to be addressed by the training, identifying the models that
can be used to implement training, and following through with an
evaluation of your efforts. This section examines a variety of training
models and evaluation techniques.

There are a variety of approaches that can be used. You can
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e develop cross-training/inservice training,
e organize conferences and teleconferences,
e use a "train-the-trainer" approach, and

e organize staff exchanges.

[] Developing cross-training/inservice training

One of the most useful tools available to assist you in developing
working relationships between the aging network and the developmental
disabilities network is the cross-training approach. Cross-training is mutual
inservice training on topics offered to staff in the aginirt\\etwork and the
developmental disabilities network at the same time. approach hat has
been the most effective from our experience has been to provide co-trainers,
one from the aging network and one from the developmental disabilities
network. This approach helps the staff that are co-training to get to know
one another, helps break down the terminology barrier and assures that
training is presented from the perspective of both networks.

Cross-training taps the native talent that is available in your com-
munity. While most persons do not view themselves as experts in the
blended field of aﬁing and developmental disabilities, whe) *hey are asked
to participate in the design and delivery o. raining they begin to see that
they have something to offer. Often, they develop an interest in a field
that was previously unknown to them. If opportunities for infcrmal
socializing are included in cross-training, the process of networking has

begun.

Cross-training can be used either as a starting point for networking or
as a goal of an already established network. The advantage of using cross-
training is that it helps to develop communication that is understandable
between the algingl and developmental disabilities networks, as well as
provides a valuable resource that can be used by both networhs. When
training funds are scarce, cross-training can be used to improve the q:;xality
of service provision in both the aging and the developmental disabilities
networks. This approach also promotes a more personal understanding
among participants of each other’s service network.

Consider the following when planning and developing your cross-
training program:

0 identifying auspices: Cross-training  © promoting agency cooperation: If

shoul sponsored equallliy bg the agencies from both networks can
aging and developmental disabilities share the coordination and

network to avoid the perception that implementation of the training series
the training is "owned" by one net- it is more likely to be attended

work only.  If possible, planning and staff jrom both networks and ma
coordination should be shared equally the delivery of the training less

by representatives from both cumbersome for any one agency.
networks. This also means the expertise of staff

from both networks can be used.
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0 using common language: A basic
resource you will need to develop be-

ore training begins is a glossary o
{erminologygcon%monly usged by%ot{t

networks. This will assure a common

basis ‘or understanding.

o funding support: With the above
cooperation any expenses that are
incurred can be kept at a minimum
and shared by the agencies. (}f fund-
ing is an issue, see if a foundation
can cover the cost or if a small fee
for the training can be charged.

@ identifying instructors: Instructors
will need to be identified. Look for
ﬁeople in the networks who already

ave the expertise, such as a nurse
whe can provide health care informa-
tion for the elderly. You may find
expert trainers working within your
local colleges or universities. Staff
development departments are also
ideal places to look to for instructors.

0 identifying staff: You will need to
determine who you are targeting for
this training, which can range from

administrators and clinicians to direct

care providers. The tendency is to
provide training only to direct care
providers, however any successful in-
tegration requires the support of the
administrators and the understanding
of clinicians.

a locating training: A site tha! is
located centrally, provides appropriate
training space and is free to use is
the most 1deal. Such places as the
local library, city hall or sites within
the agencies themselv.s can be util-
ized for the training. You may also
choose to rotate the location ofv
training between agencies if a series

%f sesstons are being offered. Moving
0

m one site to another cnables
trainees to become familiar with a
culture and setting of services other
than their own.

o scheduling sessions: You will need

0

0

o}

99

to determine t}fz; number of se;sz'ons
ou want to offer, frequency of ses-
zz'ons and how closgrtz ethcg' to sche-
dule the sessions. While there is
never a perfect time to hold training
you will need to determine the time
when the greatest number of staff ani
instructors are available to attend.
When you offer a series of consecutive
sessions, try to keep the time and the
day of the week a constant even if
ou are rotating among two or more
ocations.

advertising: To assure your sessions
are well attended, you will need to
advertise to the targeted staff. This
can be done in a variety of ways
such as through the agencies
newsletters, memos within the
ugencies, posters, brochure
announcements, local radio, TV and
newspapers. With agency
cooperation, distribut.on costs can be
minimal as copying costs can be
shared and mai inﬁ can be done with-
in the agencies. A technigue found
to be useful is to have your senior
administrators in the agencies develop
letters of support of the training for
distribution with the training
announcements.

identifying ""perks'’: Though the
training that you are offering is a
resource in itself, if you can offer
other benefits you will find larger
attendance. These perks can be a
certificate for completion of the
training sessions for the stag' records
or continuing education credits.

evaluating: Evaluations should be
completed by participants at the end
of each session so that you can im-
prove or change the training to best
meet the needs of attendees. You
should also ask participants to list
other training needs for future cross-
training series. You can administer
satisfaction questionnaires or you can
design pre- and posttests for your
training sessions. A specific time
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should be set uside after the training

for the instructors and planners to

review the evaluations and make
decisions about future changes.
Evaluation is only useful if it
becomes incorporated into future
planning.

o mailing lists: This can be one o

our most useful tools. The mailing
ist can be developed ?y agencies
sharing their mailing lists or obtained
from special interest groups on the
issues related to aging and
developmental disabilities. You can
start with a small mailing list and
add to this from attendees at training
sessions and staff who express
interest in attending. It is easiest to
keep the mailing list on computer so
that it can be added to easily and
pulled easilv. To develop an accurate

mailing list takes time. It is
important to update it regularly and
to watch for duplications and
incorrect names and addresses.

0 developing networks: Your cross-

training sessions can be used as a
starting point for the development of
a coalition to address local 1ssues on
aging and developmental disabilities.

ou can set up separate meetings and
announce them at the cross-training
sessions or you can elicit discussion
on specific topic areas brought up as
a result of the training and hol
mini-meetings after the sessions.
Another approach is to use the mail-
ing list developed for the cross-train-
ing and invite people from this list fo
a meeting. Be sure you are including
administrators or at least have the
support of the administrators.

(] Selecting topics for training

Topic selection is important to the success of any inservice or cross-
trai-ing program. Some of the topics you will select will be based on local
issue~ and local expertise. Others are so important that you should look at
developing experts in these areas. The topics listed below have been found
to provide a well-rounded level of knowledge for develcping competence in
program staff. Research is beginning to support the idea that there are
more similarities than differences among older persons with developmental
disabilities and other older persons. This shouﬁi be emphasized throughout
your Cross-training.

Preliminary level topics most often requested and that have been the
most useful according to staff feedback include:

* biological aspects of aging and its applications to develop-
mental disabilities

* characteristics of individuals who are aging (should include
service provision definitions and issues%

* characteristics of individuals with developmental disabilities
(should include basic definition, types and causes of develop-
mental disabilities, and local and national demographics)

* family issues among older persons with application to develop-
mental disabilities

* integration/service models for older persons with developmental
disabilities

* overview of the aging system (including typical terminology
used as well as common acronyms used in the system)

* overview of the developmental disabilities system (including
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thical terminology used as well as common acronyms used in

the system)

e program activities for older individuals with developmental
disabilities

e psychological aspects of aging and applications to developmental
disabilities

* social aspects of aging and its applications to developmental
disabilities

Once a basic level of knowledge has been develcéped among staff within
both networks you can then look at offering more advanced topics. The
advanced topics noted below can be specially helpful to staff.

Advanced level topics include:

adaptive equipment

Alzheimer’'s disease and Down syndrome
challenging behavior

communication needs and skills

day services needs and options

grief and bereavement (death and dying)
environmental designs

ethical issues

functional programs for seniors who

are frail or severely impaired

health care promotion

health care prevention

legal aspects, guardianship, permanency planning
leisure needs and recreation

local issues

medications and their side-effects

nursing home admission and criteria
nutritional needs

physical fitness and exercise

recent research on aging and deve'opmental disabilities
reminiscence

residential needs and options

retirement philosophies and practices
seizures and medications

sexuality

topics requested by participants

[0 Organizing and carrying out
conferences and workshops

Conferences and workshops are effective ways of presenting both
specialty or generic information. They are relatively easy to organize and
in most instances can be offered at a low cost. There are a number of
tasks related to organizing a conference or workshop. You might consider
the following:
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@ assembling a conferer cefworkshop o selecting and confirming speakers and
planning group presenters

0 determining what information is to be  © confirming date, time, and location
presented ' .
@ advertising broadly and including in-

o assigningt workgroup/task centives for attendance
responsibilities to planning group
members © confirming planning group member
responsibilities for con-
o selecting preliminary date, time, and ferencefworkshop
location

© conducting evaluation of sessions
o lining up support funding

0 conducting de-briefing meeting after
o agreeing upon timeframes and tasks conferencefworkshop.

Before organizing a conference, you will need to convene a group of
interested persons who will be willing to help. Be sure to include persons
from both the aging and developmental disabilities networks on your con-
ference/workshop planning committee. Have the planning group agree
upon a theme and the need to secure a sponsor or sponsors for the
conference. Also decide on the goal of the conference (that is, what it is
designed to accomplish), and the format of the conference/workshop. Will
it only impart information or will it aid in networking or both?

¢ if networking is an objective, be sure to build in times for
formal and infurmal participant discussions and conversations.
Also be sure to %‘ive each participant a list of all participants,
greferably with their addresses and telephone numbers listed.

0 encourage participant interactions, use name tags with very

large and cl.ar print, build in breaks for conversations, and
consider a buffet lunch which tends to be a better networking
tool than a fixed menu lunch.

* if dissemination of information is your objective, use
handouts and be sure to have sufficient quantities available
for distribution. These can come from the speakers or from
agencies or groups who are specifically invited to set up
display tables. Also, encourage speakers to build in a
discussion or information exchange period at the tail end of
each session.

In planning a workshop or conference, determine early in your planning
whether financial supports will be necessary. Unless you are using speak-
ers whose travel expenses and honoraria are quite het)tly, most con?erences
and workshops can be self-supporting through registration fees. Fees, how-
ever, should be kept to a minimum if your objective is broad dissemination
of information, since many agencies are not in”the financial position to
reimburse staff for such fees.” Fees in the $5.00 to $15.00 range seem to be
the most affordable for most participants. If there are no external supports,
your fees will need to cover the costs of advertising, mailings, printing,
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speaker reimbursements,

conferences handouts

(badges, programs, bags)

and, if included, tea, coffee,
juices, or soft drinks for
reaks and lunch.

Consider using a two-
tier fee structure that
rewards early registration
with a reduced fee, while
offering the regular fee for
on-site registration or
registration within two or so
weeks of the conference.
Such an approach will
permit you to better gauge
your attendarce and rate of
sign-up for ‘ndividual ses-
sions, and make final
session room assignments.

Allow sufficient time for
advance notification of the
date, time and location of
the conference/workshop.
Allow time for conference
planning, mailiné, and site
selection. Consider using a
preliminary announce-
ment/brochure that offers
potential participants
information on date, time

SUBJECTS MOST FREQUENTLY
PRESENTED AT CONFERENCES

* Alzheimer's disease, with specific applications
to persons with Down syndrome

* Community and social support services

* Day service options, including respite, recrea-
tion, and senior programs and activities

¢ Demographics of the populations of aging
persons and aging persons with mental retar-
dation and developmental disabilities

® Explanations of the biological aging process,
as Z)ell as the pfsychologic&gl and §oc§zlpaspects

of aging
* Housing options and in-home supports

® [ssues surrounding integrating the aging
services network and the mental retardation
and  developmental  disabilities  services
network

® Legal concerns, such as guardianship, wills
and trusts, and protection and advocacy

* Physical and mental health, fitness and exer-
cise

and location and an outline of the conference content. Solicit preliminary
interest in attendance. A follow-uf) announcement can contain registration
o

materials. Also,

ublicity via the

cal newspaper or agency in-house

newsletters or bulletin board postings is very effective.

A good mailing list is of the utmost importance, as are a well-desi
brochure, an accessible location, and support personnel to help with
mailing, registration and other logistics. Be sure your site is wheelchair

«ccessible and otherwise barrier

ree. Consider the needs and sensitivities

of multicultural or multilingual areas; brochures and announcements in the
lenguage of the audience you hope to attract will improve attendance.

Remember to dprepare an evaluation form that

offer feedback an

articipants can use to

to use the opportunity to distribute a survey which can

ta? participant’s desires for other training opportunities. Readers should
refer to the section beginning on page 95 for information on evaluating

training.

Conferences and worksho

as their main topic generally

s with a
ave sessions that can be categorized into five

ging and developmental disabilities
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general content areas (see the box on page 90 for a listing of the subjects
most frequently presented):

systems of care

social supports

health/emotional concerns
day/activity services and programs
housing needs

The content areas listed above are similar to those offered within geron-
tological education/conference programs except that the focus is more
directed toward older persons with developmental disabilities. These
sessions should be of interest to Earticipants from both the aging and deve-
lopmental disabilities networks. Each of the topics can be presented as it
applies to the older person and then as it a;{phes specifically to the older
person who also has a developmental disability.

If you do not wish to develop your own conference, or if funds are
short, consider "piggy-backing" your conference or workshop sessions on
aging and developmental disabilities in conjunction with another regional or
statewide conference, thus minimizing expenses for participants and making
use of special group discounts for travel, lodging and meals. Another
useful workshop resource can be found in an educational center or agency.
For instance, most local departments of aging, gerontology centers and large
agencies sponsor training sessions and it may be possible to work with staff
to focus one of these sessions on aging and developmental disabilities
content. Offer to provide speakers and to assist with organizing the
conference sessions in return for help with space, mailing, support staff,
and the like.

[] Obtaining funds for underwriting a conference

In many states, the following organizations can be useful resources fo:
conference funding and co-sponsorship:

* state developmental disabilities planning council
* university affiliated programs in developmental disabilities
* university based centers on aging

* geriatric education centers

* Interagency councils or consortia

* state agencies on developmental disabilities

* state agencies on aging

* state chapters of national groups’

* state gerontological societies

* provider or vendor associations

. ﬁrovider and social service agencies

* hospitals and other institutions

Such as the American Association on Mental Retardation or the American Public Health
Association.
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] Using teleconferences

Ancther available resource for providing training to staff is through the
downlinking (receiving) of special broadcasts called teleconferences. A
teleconference is a workshop held at an uplinking (broadcast) site sent out
over satellite to downlink (receive) sites locally, statewide or nationwide.
The reception is on one of two bands, Ku band or C band, the two most
common bands for teleconferences. The downlink site registers to receive
the transmiital and usually pays a reception fee which can range from $200
to $1,200. The registered downlink site then receives the specific reception
information as well as supportive materials supplied by the production site.
The reception costs can be shared by agencies and/or by all participants at
the receive site. This can make the use of the teleconference approach a
very cost-effective method of delivering quality, state-of-the-art information.

Teleconferences addressing generic aging issues and specific aging and
developmentally disabled issues are becoming increasingly availab%e grom a
variety of resources around the country. While the production of a tele-
conference can be very involved, receiving a teleconference broadcast need
be no more difficult tKan coordinating a training session.

Consider the following to determine if you can provide or receive a
teleconference in your area:

o access to a downlink site (hospitals,
colleges, universities, hotels, govern-
ment facilities, and some TV stations
are places that may have downlink
conferencing facilities).

tasks are shared amonﬁ a few willing
workers who work well together.

S a room for viewing the broc.dcast that
can hold the number of expected par-
ticipants. The ideal would be to have
a large screen for all to view, how-
ever, TV monitors can be used. If
you are using TV monitors make sure
there are enough in the room for all
participants to be able to see the tele-
conference. The larger the TV monitor
the better viewing opportunity for
your participants.

0 telephone access close to the viewing
area but not within hearing. (For ex-
ample, directly outside the viewin
room.) Most teleconferences provide
an 800 (or toll-free) telephone line for
interaction with teleconz,rence presen-
ters through question call-in to the
production site.

0 a knowledgeable person to coordinate

© one or more aging and developmental
the downlink connections and telecon-

disabilities "experts” who are

ference. This includes but is not lim-
ited to arrangements with the
viewing siie, cost setting, registration
to be a downlink site, advertisement
of the local teleconference site,
registration of participants and
preparation for dissemination of the
downlink materials provided by the
?roduction site and any pertinent
ocal materials. It is easier if these

available to respond to questions on
site, to fill in when there is a
technical malfunction, and to provide
a "local drawing card"” for
participants.

o technical consultants available to ac-

tually receive the broadcast at the
scheduled time.

If you can access a site that has had successful . «periences in receiving

1CC



Building the Future

93

8 Developing Training and Education Programs

teleconferences in the past, the site will take care of the technical aspects.
You will then ornly need to consider the arrangements, usually connected

with coordinating the workshop.

Producing a teleconference, thrugh very time-consuming, is a way to
share your expertise with others. Consider that a site with downlink
capability may also have uplink capability, giving you the ability to

teleconference any training you develop

to other parts of your state or the

country. Transoceanic broadcasts are possible, but become extremely costly
because of international fees and difficult to coordinate because of time-zone

differences.

Coordinating a teleconference broadcast involves some of the following:

o broadcast funding underwriting:
A teleconference broadcast can be ex-
pensive initially, ranging from
$10,000 to $50,000+ depending on
the extent of the broadcast. These
costs can be shared by agencies
andfor charged back to downlink
sites. Grants or shared fundin
arrangements can also be used to

defray costs.

O information or expertise you wish

to broadcast: Is the information or

expertise of sufficient interest to other

areas to warrant sites to pay for the
reception of your broadcast? Is this
the most cost-effective or best method
to share this information andfor ex-
pertise?

Q interest: Is there sufficient interest

in your topic to assure a minimum
number of downlink sites?

0 local technical capabi.i

: You
should attempt this only 17/ the up-
inking equipment is available an
with an institution that has ex-
perience with successful telecon-
ferencing.

Ogeople willing to devote large

locks of time to the coordination
of the production: This is a very
labor intensive activity and that needs
to be considered as a major cost fac-
tor. The person or people also need
the support of their agencies to be
able to devote the needed time.

Using a teleconference to share and exchange information involves

accessing a relatively new technolo

which offers exciting training pos-

sibilities for the future. Take the time to see if this new technology can be

a resource for you.

[0 Setting up staff exchanges

Another method of cross-training and network building uses a staff
exchange program. What is a staff exchange? It is the placement of an
individual from one agency temporarily within another agency for the
purpose of becoming familiar with the” workings of that agenCy. For
example, it could involve placing a person who works in the developmental
disabilities network within an aging agency, or placing a person who works
in the aging network within a developmental disabilities agency. Staff

exchanges have been found to help

within and between the two networ

participants as well.

ovide a better understanding of work
and to be of great benefit to the
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Setting up and managing a staff exchange program can be done with a
minimum of cost and coordination. The amount of time staff are involved
in the exchange can vary from half-a-day to five days per week.
Arrangements, such as scheduling and release time need to be worked out
in advance among agency administrators and participating staff. Place-
ments can also be brokered by a third party and included as part of a
formal training program. To carry out a staff exchange program, consider
the following:

Q set up your institution as the formal participant groups with their super-
sponsor for the exchange program and visors);
offer central coordination, placement
brokering, and mentoring; a solicit agencies willing to participate

via letter or interagency meeting,
a designate a staff exchange program

coordinator (who would make the o solicit staff interested in participating
contacts, keep records, writc letters, in the program (for example, persons
and in general, keep "tabs" on the who have attended your training ses-
situation) sions, individuals who have par-
ticipated in cross-training, or

@ develop a prospectus for a st;ff members of networks or coordinating
exchan%e program that woul groups);
explicitly spell out the program’s
goals and objectives, state res- @ make placement arrangements
ponsibilities of participating agencies through the agency administrator
and participating sta}% define time- (brokering release time for the agency
frames and’ financial obligations, and placements, mentoring sessions, in-
identify sponsor and co-sponsors service credits earned);

Q establish a core of mentors who could ~ © maintain records of persons and
oversee the placement of the agencies involved in staff exchange
individual ;)articipants ‘they would program.
meet periodically, individually or in

[0 Implementing "train-the-trainer' approaches
p 4 PP

There are a number of ap]proaches that can be used for training. Man
of these rely on different local resources which can facilitate training. Suc
resources may consist of settings, trainers and curricular materials. Experience
has shown that most localities can provide adequate settings, but often lack
either qualified personnel or the curricular materials. In this section, we
have discussed alternative settings in which training can take place and we
have provided information on curricular materials. This segment considers
how to develop trainers.

The train-the-trainer" approach is another means of providing training
and building training expertise. Staff turnover is often a problem in many
agencies. us, there is a need to repeat inservice courses and workshops
on a regular basis. One way of assuring that this can be done is to invest
time and effort in develomng the training abilities of a number of targeted
individuals, or trainers. Many agencies Eave personnel designated to

provide in-service taining and through their participation in a specific
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training program, they can gain the proficiency to become trainers on the
topic of aging and developmental disabilities. " Creating a cadre of persons
who can provide local training on aging and developmental disabilities
issues can prove to be a valuable investment.

One arproach to implementing a "train-the-trainer” program is to do the

following:

o develop (or have available) a g{)lackei of
materials that will form the basis for
the training; these materials will be
used by the trainers to develop and
deliver their own training services.

@ assumie that, in most instances, the
trainers will have little or no
understanding of aging and
developmental disabilities issues and
agproaches, thus the materials
should be comprehensive (including
text and videos).

o develop a strategy to give the
trainers the means and experiences
to deliver the training packages you
have developed.

0 provide the trainers with intensive
training, with you or your own
trainers serving as role models for
the Ipresentation of the materials and
explanation of its content.

© make available in-person or telephor-
consultation so that the trainers can
confer and check with you when they
are developing and presenting their
training sessions.

a provide follow-up training sessions
to help the trainers get feedback and
gain new information.

These types of approaches should aid in increasing and augmenting
expertise in areas that need both inservice and cross-training programs.

(1 Providing consultation

Another type of training approach is to provide consultation. Consul-
tation can be offered on the needs of a specific pcrson, on a particular
program, or on implementing a training series. Consultation can provide
unique opportunities for training. In addition to sharing your particular
suggestions about the problems that are presented, you can take the
opportunity to offer information in a broader context. Often you can ehcit
from the audience their perceptions on an issue and provide a "mini-

inservice" on the spot.

(] Evaluating training

Measuring effectiveness can be a complex process. Most of the designs
that can be used are quite complex and often involve ethical constraints
that may pose difficulties for most training programs. Thus, these designs
are best left to experts. However, several practical strategies can be em-
ployed to approach evaluation in a simplified manner and are well within
the capabilities of most agencies. These include measures of:

» satisfaction with the training,
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e training process, and
¢ training impact.

Perhaps the central question to any training program is "Did it work?"
For example, "Jid your training program on caregiving strategies for adults
with Alzheimer’s disease help residence staff to work more effectively with
a resident suspected of having Alzheimer’s disease?" or "Did your work-

shop on program planning for older

people with developmental disabilities

really assist staff in developing new and innovative program options?"
These are questions of program effectiveness.

By asking simple questions related to satisfaction with the trainin
rocess, and the effectiveness of the training materials, you can gain insight
into the impact of your training program at little expense. This type of
evaluation process is referred to as impact or outcome evaluation. It tells
ou whether things became better or worse as a result of providing the
raining. This method, however, does not tell you whether your training
rogram per s¢ was responsible for the results. Each of these methods,
owever, can help to give you valuable information. Consider doing the

following:

& measuring satisfaction with training
asking participants for their reac-
tions to the training or, more
directly, whether or not they were
satisfied with the training. The rore
question is: if the participants were
satisfied with the training, will they
use the concepts and techniques in
their daily work?
O assessing the training ﬁrocess by as-
Icir;,%1 the participants their assessment
of the teaching methods and their
reactions to the subject matter bein
taught. Feedback from this type o
questioning will yield useful informa-
tion for trainers on how to improve
their teaching methods and improve
the material being presented. The

core c;:mtion is: if the dparticipans
rate the teaching methods as useful
and find the subject matter
worthwhile, will they use the concepts
and techniques in their daily work:

G measuring training effectiveness

asking the participants for their sub-

jective impressions on whether th

have noticed changes in their wor
outcomes as a result of emplozzng the
concepts and techniques they have
been taught. Additional questionin
may yield information on what skills
the participants are now using most
ectively, which are the most dif-
cult to apply, and whether anything
become less effective as a result of
using the concepts and techniques.

One means of collecting evaluation information is with the use of a
mailed questionnaire. Such questionnaires are generally short, simple,
concise, anonymous and represent a mix of closed and open-ended

questions.

* Closed-ended questions are useful for gathering satisfaction and
training process information. (Closed-ended questions may ask
the respondent to chose from two or more answer-options by
checking a box or circling a number; for examgle, "Please rate the

handouts in terms of usefulness: (1) very useful, (2

(3) not useful.”)

somewhat useful,
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» Open-ended questions are useful in gathering participant percep-
tions as to use and effectiveness of taught ' naterials. (Oﬁen—
ended questions begin with a sentence or question and the
respondent is asked to write a response; for example: "How were
you able to apply the information on use of senior centers?")

Designing a q;\.lestionnaire is not difficclt. It should ask questions about
the training and the particiFants opinions about it. It can be mailed to the
participants (or a sample of the participants) at some point after the
training. Many participan's may not begin to use the newly taught skills
immediately, so the questionnaire should be mailed following some interval
after the training.

Training at the university level

One of the more vexing problems facing individuals charged with
delivering needed services to our nation’s citizens with life-long disabilities
has to do with the lack of understanding among aging network workers of
what constitutes a developmental disability, and among disabilities system
workers, of what constitutes aging. Recent inquiries have shown that
workers who have such "blended” backgrounds in both aging and develop-
mental disabilities are at a minimum.

This means that workers in both the aging network and in the
disabilities network may be ill-prepared to address the combined effects of
life-long disability and aging. Today, few university programs have
developed training Fro ams in this area so there is a dire need for
university personnel who are equipped to provide training. How can
university programs address the need for information about aging and
developmental disabilities? One way is by acknowledging that:

* the aging of persons with life-long disabilities is a multi-faceted
problem,

e part of the problem is that often mental retardation and other
related disabilities are not seen in the context of lifesgan
development or aging, bu: as childhood disorders and that,
consequently, many of the interventions and services are offered
in the context of child-oriented approaches,

* most workers in the field of developmental disabilities have been
trained to work with childhood issues or the residuals of
childhood disability and they are often totally unprepared to
address the problems of their ever-aging clientele, and that

* university and continuing education curricula need to contain courses
on adult development and aging.

Given the similarities of services in the fields of aging and
developmental disabilities, it would seem that university affiliated programs,
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working in concert with university gerontology and geriatric medicine
?rograms, would be best suited to begin to prcvide training or re-training
or this group of workers,

[[] Setting up training at the university level

Training at the university level can take several forms. There is a need
to develop specific courses and have instructors and academic institutions
willing to participate. This training can range from presentations in one
session of a specific course, to modules within existing courses, to a full-
fledged academic course at the urdergraduate or graduate level. A helpful
wvay to begin the process is to do the following:

a design a module on aging and deve- course infusion.
lopmental disabilities that can be in-
fused in to existing courses. G design pre- and post-test question-
naires that can measure the impact of
a identify the academic institutions that the materials on the increased know-
may be interested in participating. ledge of the students.
© identify under;raduate, graduate and A build on the knowledge gained from
certificate courses that are logical course infusion and design a semester
vehicles for infusion. course in aging and developmental
disabilities.
O identify instructors who can do the
infusion in their courses, or would Qinclude the identified instrucior in the
welcome a guest lecturer. development of the curriculum to
ensure support and a sense of owner-
O contact those instructors and ﬁive ship.
them sufficient time to plan the

After you have begun to implement some of these ideas within
atademic 1institutions, you may wish to organize a workshop for instructors.
This would facilitate refining the curricular and instructional materials that
you have been using. Such instructors may be drawn from local
community colleges, provider or vendor agencies (both within the aging
network and the developmental disabilities system), and from among
professionals working within your area.

A number of colleges have developed specific curricula for use in
classes on aging, developmental disabilities, social work and the various
health sciences. For information on specific course curricula available at the
junior college, college or university level, contact the:

* American Association of University Affiliated Programs (8630 Fenton
Street, Suite 410, Silver Spring, MD 20910) or the

¢ Association of Gerontolog{vin Higher Education (1001 Connecticut
Avenue, N.W., Suite 410, Washington, DC 20036-5504).
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AGING & DEVELOPMENTAL DISABILITIES
UAP TRAINING CENTERS

Mailman Center for Child Development Institute for the Study of
Universitg ngiamz School of Medicine Developmental Disabilities
PO Box 016820 - D-820 Indiana University
Miami, FL 33101 2853 East Tenth Street
305/545-6359 Bloomington, IN 46405

812/855-6508
Shriver Center University

zgg‘iliated Program University Affiliated Program for
200 Trapelo Road Developmental Disabilities
Waltham, MA 02254 University of Missour: at
617/642-0101 Kansas City
Institute ,for Human Development
Montana University Affiliated Program 2220 Holmes Street
33 Corbin Hall Kansas City, MO 64108
University of Montana 816/276-1770
Missoula, MT 59812
406/243-5467 University Affiliated Program for
Developmental Disabilities
Waisman Center UAP University of Rochester Medical
University of Wisconsin Center
1500 Highland Avenue Box 671
Madison, WI 53705-2280 601 Elmwood Avenue
608/263-4897 Rochester, NY 14642
716/275-2986

The University of Georgia UAP
850 College Station Road
Athens, GA 30610
404/542-3960

Training resources

There are a number of resources that you can tap to aid in training
staff and volunteers to better understand aging ar.:? developmental dis-
abilities; several are identified in the table on pages 101-105. For others,

ou can check within your state or locality as to what is available. Such
ocal resources can include:

. trainin§ curricula on developmental disabilities available
through the state mental retardation/developmental disabilities
agencies statewide or local staff development units.

e training curricula on aging and developmental disabilities
available through mental retardation/developmental disabilities
aging services specialists.’

For a listing of the state aging specialists employed by state mental retardation &
developmental disabilitics agencies check the most recent issue of the Aging/MR IG
Newsletter, available from the American Association on Mental Retardation, 1719
Kalorama Road, N.W., Washington, DC 20009-2683 or the Gerontological Society of
America, 1411 K Street, N.W., Suite 300, Washington, DC 20005.
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training programs available through the ADD funded
University Affiliated Program - Aging and Developmental
Disabilities Training Centers (see box on page 99).

tra.inix}g available through the network of area agencies on
aging.

training and resources available from the network of Geriatric
Education Centers and the network of centers on aging, institutes on
aging, gerontology centers, and the like.®

training available from local branches of the Alzheimer's
Association.’

training informatjon available in the Aging/MR IG Newsletter publish-
ed by the Special Interest Group in Aging of the American
Association on Mental Retardation/Special Interest Group in Mental
Retardation & Developmental Disabhilities of the Gerontological
Society of America.?

resource materials from the National Institute on Aging (e.g., Age
Pages)’, the US. Administration on Aging', and various Councils.

Information on the location of other University Affiliated Programs (UAPs) that may have
a component on aging can be obtained from the American Associatinn of University
Affiliated P ms in Developmental Disabilities, 8630 Fenton Street, Suite 410, Silver
Spring, MD 20910; telephone 301/588-8252.

Information on training generall¥ available from area agencies on aging can be obtained
from the National Association ot Area Agencies on Aging, 1112 16th Street, N.W., Suite
100, Washington, DC 200364; telephone 202/296-8130.

Contact the Health Resources and Services Administration of the Public Health Service
(Geriatric Education Centers Program, Assoclated Health Professions Branch, Division of
Associated and Dental Health Professions, Rockville, MD 20857; telephone 301/443-6887)
for information on the local of the GECs. For information on centers on aging contact
the Association for Gerontology in Higher Education (1001 Connecticut Avenue, N.W.,
Suite 410, Washington, DC 2(0036-5504; telephone 202/429-9277).

Information on local chapters can be obtained from the Alzheimer’s Disease and Related
Disorders Association, Inc.,, 70 East Lake Street, Chicago, IL 60601-5997; telephone
800/621-0379 or 312/853-3060.

Contact the AAMR, 1719 Kalorama Road, N.W., Washic&ton, DC 20009 (telephone
%%;gg-lggg; or GSA, 1411 K Street, N.W., Suite 300, Washington, DC 20005 (telephone
2 -1 .

For cories of Age Pages and other N1A materials, contact NIA Public Information Office,
Federal Building, 6th Floor, Bethesda, MD 20892.

For information on available publications and materials contact the Administration on Aging,
330 Independence Avenue, SW., Wushington, DC 20201 (telephone 202/619-0011).

Materials are available from the National Council on the A ing (409 Third Street, SW.,
Washington, DC 20024; telephone 202/479-1200); National Advisory Council on Agin

(Information Officer, Trebla Bldg., 473 Alberta Str., 3rd Fl., Ottawa, ON K1A 0K9 Canada);
Australiar Council on the Aging (449 Swanston Street, Melbourne, Victoria, 3000 Australia).

Y
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Education and Training Resources

Name of Resource

Available From & Contents

Training Manuals

Abging and Developmental Dis-
abilities: North Dakota Statewide
Developmental Disabilities Staff
Training Program (1991)
Author: D. Vassiliou

Serving the Underserved: Caring

for People Who are Both Old and
Mentally Retarded - A Handbook
for Caregivers (1989)

Authors: M. Howe, D. Gavin,

G. Cabrera & H. Beyer

Aging and Developmental Dis-
abilities: A Training Inservice
Packagle (Training Guide and
Modules) (1989)

Authors: B. Hawkins, S.
Ekland & R. Gaetani

Academic Course in Aging and
Developmental Disabilities” (1990)
Authors: R. Machemer & J.
Overeynder

Minot State University, The North Dakota Center for
Disabilities University Affiliated Program (500
University Avenue West, Minot, ND 58702-5002;
telephone 701/857-3580; fax 701/839-6933)

Contents:

184 p}).

Modules:

Population overview; Philosophical considerations;
Health promotion; Mental health issues; Informal
support systems; Aging and retirement; Death and
dying; Legal rights; Abuse, neglect and exploitation;
Case management, Developmental disabilities in
North Dakota; Aging services in North Dakota; How
to integrate older persons with developmental
disabilities

Format:

Learning objectives, narrative, and end of lesson
exercises

Exceptional Parent Press (1170 Commonwealth
Avenue, Boston, MA 02134; telephone 617/730-5800;
fax 617/730-8742)

Contents:

508 pp.

Modules:

Introductory matter; Assessment by individual
discipline; Orientation to interdisciplinary issues;
Health and well-being; Living in the community;
Ethics; Death and dying

Format:

Textbook; short, concise, informative chapters written
by individual contributors

Institute for the Study of Developmental Disabilities
(Indiana University, 2853 East Tenth Street,
Bloomington, IN 47408; telephone 812/855-6508; fax
812/855-9630)
Contents:
approximatelv 100 pp.

odules:
Population overview; Philosophical considerations;
Medical and health; Community living; Professional
services; Service coordination issues
Format
Objectives, individual modules with narrative and
resources; trainer’s handbook for modules.

Training Program in Aging and Developmental
Disabilities (University of Rochester UAP, 601
Elmwood Avenue, Box 657, Rochester, NY 14642;
telephone 716/275-2986; fax 716/275-7436)
Contents:
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Refresher Course in Developmen-
tal Handicaps (1989)
Author: B. Stanton

Training Guide for Aging
Specialists (1986)

Author: P. Kultgen, C. Rinck
& D. Pfannenstel

Partners Project Handbook:
Training Materials in Aging and
Developmental Disabilities (1992)
Authors: E.F. Ansello [with ].
Zink & A. Wells]

Textbook and Other Readings

Activities with Developmental
Disabled Elderly and Older

43 pp.

Modules:

Introductory matter; Population demographics;
Mertality and morbidity; Legal issues

Ethical issues; Housing; Service options
Format:

Outline of graduate course content matter and
resources.

Queens University at Kingston (Developmental
Consulting Program, Suite 301, 80 Queen Street,
Kingston, Ontario, Canada K7K 6W7; telephone
613/544-4885)

Contents:

100 pp.

Modules:

Alzheimer’s Disease & Down Syndrome; Enhancing
deinstitutionalization efforts; Aging and
developmental handicaps; Quality of life

Format:

Concise collection of lectures written by individual
contributors

UMKC Institute for Human Develog;ment (Universit
Affiliated Facility for Developmental Disabilities, 223(,)
Holmes Street, O 64108, telephone
816/276-1762)
Contents:
100+ pp.
Modules:
Vision; Hearing; Musculoskeletal system;
Cardisvascular system; Gastrointestinal system;
Central nervous system; Physical disabilities; Physical
appearance and agf/ awareness; Mental disorders;

th and dying; Learning and memory; Dementia of
the Alzheimer’s tgx; Work and retirement; Informal
support systems; Kesidential changes.
Format:
Individual chapters of factual material with references
and appendices.

ansas City,

University of Mar&land Press (c/o Dr. Edward
Ansello, MCV-VCU, Virginia Center on Aging,
Richmond, VA 23298-0229)

Contents:

130+ .

Moa'u.g.g

Themes in aging and developmental disabilities;
Practical aspects of program implementation;
Assessing persons with developmental disabilities;
Informal 'support networks; Drug effects; Accessing
community resources; Adult onset handicaps; Over-
coming isolation and segr?ation; Designing recrea-
tion programs; Nutrition; Grief, death d{ing;
Contributions of elders with developmenta
disabilities.

Haworth Press (10 Alice Street, Binghamton, NY
13904)
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Adults (1991)
Author: M. Jean Keller

Death and Dying: A Guide;v{or
Staff Serving Adults with Mental
Retardation (1989)

Authors: T. Barbera, R. Pitch
& M. Howell

I've Seen It All: Lives of Older
Persons with Mental Retardation
in the Community (1991)
Authors: R. Edgerton & M.
Gaston

Ethical Dilemmas in Caregiving
(1989)

Authors: M. Howell & R.
Pitch

Aging and Lifelong Disabilities:
Partnership for the Twenty-First
Century (1989)

Authors: EF. Ansello & T.
Rose

Aging and Mental Retardation:
Extending the Continuum (1987)
Authors: M.M. Seltzer & M.W.
Krauss

Aging and Developmental Dis-
abilities: Issues and Approaches
(1985)

Authors: M.P. Janicki & H. M.
Wisniewski

Ageing and Mental Handicap
(1 88§

Contents:

156 pp.

Modules:

Activities and adaptation; Developing recreaiional ser-

vices; Therapeutic recreation programming; Needs

assessments; Art therapy; Arts and crafts;

S[g_cialization skills; Integration; Sharing activities;
isure

Excepitional Child Press

Contents:

74 pp.

Information on issues and practices related to death,
dying, grieving and bereavement

Paul H. Brookes Publishing Company (P.O. Box
10624, Baltimore, MD 2128%)

Contents:

273 pp.

Documentation of the life histories of nine adults
who lived independently in the community for some
30 years.

Exceptional Child Press

Contents:

100 pp.

Monograph on conceptual

frar(;\ewor , applying ethics to everyday life, and case
studies.

Center on Aging (University of Maryland, Room

;;%(1), Francis Scott Key Hall, College Park, MD 20742-
)

Contents:

79 pp.

Monograph on conference proceedings; covers

background issues, building partnerships, decision-

making and public policy, state responses, strategies

and recommendations, and public policy implications

AAMR (1719 Kalorama Road, N.W., Washington, DC
20009)

Contents:

187 pp.

Monograph includes a review of community and
institutional-based day and residential programs
currently in operation, and provides specific details of
services models that appear to be particularly
effective, as well as information on the role and
structure of informal support networks.

Paul H. Brookes Publishing

Contents:

427 pp.

Text containing 26 chapters, covers biological
processes, policy, legal and advocacy considerations,
research and planning, various service issues and
practices, residential and day programming, family
concerns.

Croom Helm (UK: 11 New Fetter Lane, London EC4P
4EE); Routledge Chapman and Hall, Inc. (US: 29
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Authors: J. Hogg, S. Moss &
D. Cooke

Serving the Underserved: Caring
for People Who Are Both Old
and Mentally Retarded (1989)
Authors: M.C. Howell, D.G.
Gavin, G.A. Cabrera & H.
Beyer

Expanding Options for Older
ults with Developmental Dis-

abilities: A Practical Guide to

Achieving Community Access

(1986).

Authors: M. Stroud, E. Sutton

& R. Roberts

Aging and Developmental
Disabilities: Challenges for the
1990s (1991)

Editors: M. Janicki & M.M.
Seltzer

Psychotropic Drugs: In Brief
(1990)

Authors: C. Rinck, W. Rinck
& R. Sommi

Videocassettes

Aging... A Shared Experience
(1980 P

When Persons with Developmen-
tal Disabilities Age
(1991)

¢ 35th Street, New York, NY 10001); Croomr. Helm
.. astralia (44-50 Waterloo Road, North Ryde 2113,
New South Wales)
Corients:
411 pp.
Text on ageing and mental handicap literature; covers
backﬁround issues, epidemiology, medical and
psychiatric issues, intelligence and adaptive behavior,
work and retirement, interventions for changing
behavior, residential issues, and informal supports.

Exceptional Parent Press

Contents:

508 pp.

Text contains 78 chapters, written by a diverse set of

professionals, addressing various facets of aging and

mental retardation, including assessment, health and

éve_ll-being, community living, ethics, and death and
ying.

Paul H. Brookes Publishing

Contents:

251 p%.a

Book based upon the experiences of Dr. Roberts and
her colleagues with Prog'ect ACCESS in Ohio. A
conuxfanion book, Activities Handbook and Instructor’s
Guide, is also available.

Special Interest Group on Aging (c/o American
Aps(s?gldation on Ment;?l Retarglahgon, 1719 Kalorama
Road, N.W., Washington, DC 20009)

Contents:

128 pp.

Pmceedings of Boston Roundtable on Research Issues
and Applications in Aging and Developmental
Disabilities; contains four detailed review sections -
family issues, community integration, age-related
changes, and lifespan dévelopment.

University of Missouri-Kansas City (Interdisciplina
Training Center on Gerontology and Developmen
Disabilities, Institute for Human Development - UAP,
2220 Holmes, Kansas City, MO 64108-2676)

Contents:

20 pp.

Short descriptors of various medications used by
older persons with a developmental disability.

NYS Office of Mental Retardation & Developmental
Disabilities (44 Holland Avenue, Albany, 12229)
18 minute VHS format

Explores integration concepts.

Discussion guide available.

NYS Developmental Disabilities Planning Council (155
Washington Avenue, Albany, NY 12210)
18 minute VHS format
Describes a variety of physical and social aging
rocesses.
iscussion guide available.
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"I Should Know a Lot, I've Been
Around So Long:” Stories of
People with Mental Retardation
Who Have Lived Long Lives
(1987)

"Side by Side"
(19.91)by

"Bridging the Networks:
Digm%e} Alternatives for Aging
Persons with Developmental
Disabilities

(1991)

“Life Reminiscence”
(1991)

Special Journal Issues

Journal o lied Gerontolo
Cotten, ggpp& Spirrison, C.L
(Special Editors).

Mental Retardation
Janicki, M.P. (Special Editor).

Australia and New Zealand
Journal of Developmental
Disabilities

Janicki, M.P. & Hogg, J.H.
(Special Editors).

Educational Gerontolo
Rose, T. & Ansello, E.F.
(Special Editors).

Journal of Practical Approaches
to Developmental Handicap
Brown, R. (Editor)

Shriver Center (200 Trapelo Road, Waltham, MA
02254) 30 minute VHS format from slides
Dlustrates the lives of a number of older persons
with mental retardation.

Oneida Coun A%x& and MRDD Coalition (P.O. Box
4771, Utica, 13504) 12 minute VHS format
Dllustrates experience of organizing a local network
group and experiences of senior center and disability
agency sharing activities.

Oneida Coum A&Z’Bg and MRDD Coalition (P.O. Box
4771, Utica, 1 ) 2 hour VHS format

Copy of national teleconference on aging and
developmental disabilities originally telecast on May
9, 1991; includes presentations by experts and
telephone question and answer period.

University of Missouri-Kansas City (Interdisciplina
Training Center on Gerontology and Developmen
Disabilities, Institute for Human Development - UAP,
2220 Holmes, Kansas City, MO 64108-2676) 26 minute
VHS format

Reviews similarities and differences among older
persons with developmental disabilities frora their
own perspectives; useful for training in empathy,
value-based planning, and skills communications.

SAGE Publications, Inc., 2111 West Hillcrest Drive,
Newbury Park, CA 91320. "Issue devoted to elderly
ersons with mental retardation” (12 articles). 1989

volume 8, number 2), pp. 149-270.

American Association on Mental Retardation, 1719
Kalorama Road, N.W., Washington, DC 20009-2684.
"Symposium on aging” (7 articles). 1988 (volume 26,
number 4), pp. 1%‘-2 6.

Special Interest Group on Aging, c/o AAMR, 1719
orama Road, N.W., Washington, DC 20009-2684
(or Dr. Trevor Parmenter, Editor, ANZJDD, c¢/o Unit

for Rehabilitation Studies, School of Education,
Macquarie University, North Ryde, N.S.W. 2109
Australia). "Special aFn issue” (16 articles). 1989
(volume 15, number /5§, pp. 163-337.

Hemisghere Publishing Corp., 1101 Vermont Avenue,
N.W., Suite 200, Washington, DC 20005-3521.
"Sgecial issue on aging and disabilities" (10 articles).
1988 (volume 15, num 5) pp. 351-469.

JPADH, Rehabilitation Studies, 4th F' jor, Education
Tower, University of Calgary, 2500 University Drive,
N.W., Calgary, Alberta TN 1N4 Canada. "Special
issue of articles stemming from International
Conference of Aging and Disability” (6 articles). 1988
(volume 12, number 2) pp. 1-32[]
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Section 9

Developing Programs

Older persons with mental retardation and other developmental
disabilities represent a diverse population. Although the largest number are
mildly and moderately handicapped, a significant number are also severely
and profoundly impaired. The types of impairments that people have and
their abilities vary greatly, as do their needs for a variety of services. In
some instances intellectual handicap ma?l play a role in determining

program need; in other instances, it will be the degree of physical and
social abilities. As with developing programs for America’s overall older
population, the challenge to administrators, planners, service providers, and
others is to offer an array of options that can accommodate a variety of
needs of those older persons with developmental disabilities.

The future of services to older people is based upon building a
service system that listens and res%on s to the stated needs of the
individuals it is designed to aid. This means going beyond traditional
models of care and services to ensure that older persons with a
developmental disability can each define what they need, get services in
manner that makes them part of the greater community, and promotes
quality of life well into old age.

Thus, we must begin to challenge the assumptions under which we
develop and provide services. Even the basic premise of how we see older
persons. The concept of successful aging provides a useful programmatic
under,inning for developing programs for older persons with develop-
mental disabilities. Successful a ing is defined in terms of an individual
retaining his or her abilities to function as independently as possible into
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old age. Persons who age successfully are able to remain out of
institutions, maintain their autonomy ard competence in all their activities
of daily living, and continue to engage in productive endeavors of their

own choosing.

With younger persons ivith a
developmental disability, the rehab-
ilitative intent is the promotion of
skill development to assist that
individual to be as independent as
possible so that he/she can be a
competitive member of society,
effectively using social amenities,
working, and enjoying the freedom
of having his/her own household.
With persons in later life, indepen-

SUCCESSFUL AGING

..the capabilitgﬁ of an older person to
retain his or her ability to function
as independently as possible in old
age, by not needing to be institution-
alized, by remaining competent in
self-care  abilities, Zy remainin

physically capable, and by being able
to get about by oneself..

dence remains an important goal;
however, it now moderated by
another complimentary goal: inter-
dependence, which is realized by fostering social skills that maintain per-
sonal independence.! Thus, among individuals who are elderly, indepen-
dence is now no longer stated in terms of vocational competitiveness, but
in terms of continued social and personal competence (that is, maintaining
activities of daily living -- ADLs -- and avoidance of institutionalization).
Program development, if it is to be successful, needs to meld iogether the
concepts of successful aging, interdependence, and independence:

In axXI 1given locality, program development is a function of public
policy. ocality will need to determine which program development
approach (program integration; specialty programs; or a blending of these
two) it wants to pursue. Experience has shown that no one method can
sufficiently address the needs of all older persons with developmental
disabilities in a given community (of particular concern is developing
services for residents of rural areas’). Given this, the questions to be
answered include: What are the needs of the community? What are its
resources? How can the resources address the needs of older persons with
developmental disabilities?

Developing day program options

Developing programs specifically designed to accommodate the needs of
older persons with developmental disabilities involves a careful blending of
the needs of the individuals, available resources, and planning adjustments
related to budgetary considerations. Oftentimes, program needs can be met

! Althougl: the term "interdeﬁcndence" has been used in many contexts, we would like to
credit Dr. Paul Cotten, of the Boswell Retardation Center, Sanatorium, Mississippi, for
introducing its use in this context.

Sec Aging and Developmental Disabilities in Rural America, available from National Resource
Center for Rural Elderly, University of Missouri-Kansas City, 5100 Rockhill Road, Scofield
Hall, Kansas City, MO '64110-2499;  telephone 816/235-1024.
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via existing program models. These can range from drop-in recreation/
social centers for persons who are retired or who only work part-time, to
home supports, pre-retirement training projects, or social/health model
adult day care programs. These programs can be age-s%pecific or
multigenerational. The table on page 109 considers different groupin of
individuals by need levels and potential alternatives in day and residential
services. Modifications, if needed, can be made by adjustments to staffing
and programs routines.

Service providers and planners are recognizinghthat even among the
elderly, there is a diversity of need, even among those individuals with
late—liye disabilities or age-associated impairments. Thus, while they are
beginning to respond with community support services, such as home
health and respite, most of the aging network services have not sufficiently
evolved ectio accommodate persons with long-term dependency or physical
care needs.

The developmental disabilities system, however, does have the
capability to continue to provide long-term care services to individuals with
severe disabilities® It also has the potential to provide social recreational
services to persons minimally impaired when no other alternatives exist. In
this vein, providers of services to persons with developmental disabilities
can also become community resources to other seniors who need adult day
services. Such program options should be considered where there are
limited senior services; a reluctance to overwhelm existing services with
many older persons with lifelong disabilities -- thus changing the character
of t}\ose services; or where existing aging network services are of poor
quality.

Thus, many disability agencies may set up a specialty program for
seniors from their immediate community. The following section describes
such programs and offers tips on how to provide for their integration.

[] Setting up senior day programs

In a number of states, aéencies that have primarily served persons with
mental retardation or other developmental disabilities are now establishing
and operating specialty programs ?en to all seniors who might benefit.
Most prominent are the programs designed to provide social model adult
da?f care. Many of these programs were originally day activity programs
only for persons with a developmental disability. Now they are also
serving other seniors with similar levels of impairment from the immediate
community.

Such programs are generally developed when:

* social/health model adult day care programs do not exist or
are of questionable quality;

}  See Serving Seniors with Severe Disabilities (available from the Brookdale Center on Aging,
Hunter College, 425 East 25th Street, New York, NY 10010-2590).
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PROGRAM OPTIONS

e R P ——.

Target Group

Individuals with mild
functional impairments
who have been fairl
independent all of their
adult lives and because of
age-associated
impairments may need
special assistance from
service agencies (level of
impairment equivalent to
"disability" as defined in
Older Americans Act).

Individuals with severe
functional impairments,
who have a need for
assistance or special
training, and who as they
age become more reliant
upon a range of special
developmental services,
and/or aging network
services (level of
impairment ivalent to
"severe disability" as
defined in Older
Americans Act).

Individuals with age-
associated functional
impairments, compounded
bg lifelong disability and
“trailty,” and who require
specialized supportive or
long-term care services
(level of impairment
equivalent to "frail
elderly” as defined in
Older Americans Act).

Day Options

Employment and
volunteering.

Aging network options
include: senior centers,
congregate meal sites and
some social adult day
care.

Disability services options
include work programs,
workshops, senior day
programs, retirement-
oriented programs.

Employment and
volunteering.

Aging network options
include congregate
nutrition sites, adult day
care (social or medical
model), some senior
centers.

Disability services options
include sheltered work,
retirement-oriented
programs, senior day
programs or day
treatment programs.

Aging network options
include adult day care.

Health system services
options include medical
model adult day care,
sustained nursing services,
and nursing faciﬁtv
services.

Disability services options
include day activity or
habilitation programs,
scnior day programs,
ICF/MR services, and
other programs.

Residential Options

Generic senior ctizen
housing, independent
living situations, shared
housing, community
residences, group homes,
foster family care, living
with family with family
supports, board and carc
homes.

Community residenccs,
ﬁrou homes, neighbor-

ICFs/MR, foster
family care, living with
family with family
Supports, some senior
housing, board and care
homes and with advanced
age, some nursing
facilities.

Community residences,
Erou homes, neighbor-

ICFs/MR, foster
family care, personal carc
homes, nursing facilities
for frail elderly, and home
health supports.
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* integration efforts have not yet begun or have not been
successful;

e local resources are limited in terms of operating social/health
model adult day care;

e developmental disabilities agencies are well established and
have decided to offer senior services as part of their services’
array; and

o the disability agencies and area agency on aging have worked
out an arrangement for the site to be ‘designed as an adult
day care program.

The program content at specialized senior day service programs will
vary; however, the common theme is one in which the persons served
should be able to decide whether or not to participate and be able to
choose from a range of activities offered in a relaxed and comfortable
atmosphere. In many ways, the goal of these programs is "bring out the
best in people.” Community-based facilities should be used whenever

ossible to allow the seniors to participate in age-appropriate activities in a
setting that promotes the greatest degree of autonomy and integration.

Program components should contain a variety of daily activities,
including health and sensory awareness features, recreation and physical
fitness, skill and alertness enhancing activities, socialization, and individual
or group discussions or counseling. To this end:

* health reviews, such as periodic checks of hearing and vision,
and (as appropriate) blood pressure and nutrition monitoring
should be provided during times devoted to health issues;

e recreation activities should include community trips to
museums, zoos, plays and musical productions, as well as in-
house activities such as cooking projects and gardening, and
creative crafts, hobbies and art projects;

e a broad spectrum of activities should be offered in order to
provide choices for the participants;

e recognizing the special needs of the participants, by virtue of
their age, the program should also offer "down time,” when
rests or short naps can be taken as needed or indicated;

e social interactions should be encouraged;

e gzroup discussions and reminiscence sessions can aid in
drientation to current events; and

¢ individual and group counseling that addresses emotional
needs as well as practical information on budgeting or
community support skills should also be available.
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Participants should be able to attend either full or part-time.
Admission should be based upon age and needs determined by degree of
impairment. Admission screening procedures should be based on medical,
psycho/social and current program participation assessments. Trial visits
are a good idea prior to acceptance into the program, thus aiding in
helping the individual discover whether or not he or she has an interest in
being involved in the program. Such visits should also serve to acquaint
the interested senior with the program.

Program sites should be actively involved with the gging network. For
example, by becoming a nutrition site and by being listed in the local aging
services directory; this way drawing in other seniors who may not have a
developmental disability.

Program space should be appropriate to the needs of the seniors.
Program site areas should be accessible to users with physical handicaps,
and should contain sufficient program space, a lounge, bathroom facilities
and an area for food preparation.” The physical layout of the space should
include quiet or private areas where participants can relax without
background noise, temperature extremes or bright lighting. Controls for
temperature and humidity should be located within the program space, and
windows provided for fresh air and visual access to the outside. Bathroom
facilities sﬁould be barrier free and the layout of the program space should
be conducive to ease of movement and autonomy.

[0 Opening senior day programs to
the aging community

The senior day program option offers an opportunity for providing
services to older persons who have functional limitations that are age-
associated such as dementia, severe mental degeneration resulting from
Alzheimer’s disease, or where severe physical limitations require special
care to benefit from an existing resource in the community; and provides
respite to family members who continue to have the responsibility for them.

When the senior day program offers services to all seniors with similar
needs and they involve the participants in activities generally available
within the aging network, it serves as an a example of programmatic
integration. This means that the program, itself, has become integrated into
the greater aging network through a number of means, such as:

* being designated an adult day care program site by the area
agency on aging;

A source of meals assistance is the U.S. Department of Agriculture’s Adult Daycare Meals
Reimbursement Program. Although, congregate meal sites receiving financial aid under
Title IIIB of the Older Americans Act are not eligible to receive monies under this
program, it can be helpful to operators of other senior day programs where meals are
provided. Such programs can reccive reimbursement of around $2-3 per day per eligible
Eerson (defined as either an elderly or chronically impaired individuaf)efor providing a

ot or cold meal and snacks that meet the USDA guidelines. For more information about
this program, contact the USDA, Food and Nutrition Service, 3101 Park Center Drive,
Alexandria, VA 22302
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e having the site designated a congregate meal site under Title
III of the Older Americans Act;

e having the seniors who are enrolled in the progam parti-
cipate with other impaired seniors in activities developed by
the area agency on aging or one of its local agents; and

e developing the site’s program such that a portion of the
enrollee’s time is spent at other locales, such as another adult
day care program, senior center or activity program, or
congregate meal site.

Participation in a senior dail‘aprogram can offer a variety rf leaming
opportunities and experiences that can aid the transition to other
community senior activity programs. Disability pro%;\ams tend to be highly
structured and focussed on goal-directed activities. contrast, aging
network programs are relatively unstructured, leaving participation and
involvement In activities largely to the individual. us, another design of
programs operated by disability agencies is to offer experiences that help in
the transition to retirement type programs in the greater community.

To experience satisfaction and success in making the transition to using
community aging network programs, many disability agencies are
recognizing that individuals retiring to senior activities need a period of
acclimation. This helps relieve the constant structure and prepares them for
retirement where volition and self-definition are key to participation. These
senior day programs serve as a bridge to community aging network
programs.

As localities examine the costs of providing special services to the
seniors with impairments in their community, cooperative programming and
site sharing will become more attractive. If you, as a service provider, are
interested In servin non-develogmentally disabled seniors, there are a
number of things that you can do.

Consider:
O contacting the area agency on aging community and discuss becoming a
and discuss becoming designated as senior companion program site.

an adult day care site.
o discussing with your area agency on

O contacting the operator :(f the county aging how you might enter into an
nutrition program and discuss having agreement to share transportation
your senior day program become a responsibilities for senmiors in your
congregate meal site. local area.

o discuss with your Board of Directors o getting listed in the area agency on

opening up enrollment to other Z§intg s local resource directory as an
seniors with similar functional deficits ult day care site, disabled seniors
and needs. assistance service, or other seyvice --

_ _ _ depending upon what you wish to
© contacting the senior compartion o?z’r.
project coordinator in your local
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D participating in local senior day & participating with the area agency on
activittes and fairs where aging aging in casefinding efforts
network agencies display their wares homebound seniors with disabilities
and promote their services. who are currently unknown to the

local care systems.

(0 Developing other day program options

Day services may also involve work activities or volunteering. Many
older persons continue to work beyond traditional retirement age in the
jobs they hold; others may retire from full-time employment and seek part-
time jobs to occupy time and provide supplemental income. Informal and
formal work options can range from continuing or starting work,
involvement in a older worker program, volunteering, involvement in other
community aging network programs, or specialty retirement or activity
programs operated by a commur:nity social or disability agency.

This section offers a brief overview of work and volunteer options as
well as a basic description of typically available aging network programs.
Some tips on how to ensure that disability agency egperated programs
involve a broader range of seniors are also provided. Readers are referred
to Wit to Win: How to Integrate Older Persons with Developmental Disabilities
into Community Aging Programs for more detailed information on day
services options and integration techniques for using aging network
programs.

o Work options
(Employment programs, such as the Senior Community Employment
Services Program, help place income eligible seniors with community and
government agencies In part-time positions. This program, under Title V
of the Older Americans Act, is directed toward seniors age 55 and older
whose incomes are within 125% of poverty level. Other agencies, such as
state em;f)ll](ﬁyment service and vocational rehabilitation agencies also aid in

locating time or part-time employment.)®
* Advantages
- provides money for payment of bills * Disadvantages

and other expenses - may not be available, if agency
- eases transition to retirement hasn’t a retirement policy or
- provides money for discretionary program

spending ' - may come up against the annual
- provides gainful activity allowable earned income limit
- continued involvement with other - highly dependent upon local

Available from the New York State Office for the Aging, Two Empire State Plaza,
Albany, NY 12229; telephone 518/486-2727.

For more information on senior employment or work programs, see Aging in America:
Implications for Vocational Rehabilitation and Independent Living (a report of the 17th Institute
on Rehabilitation Issues), October 1990, available from the f)niversity of Wisconsin-Stout,
Research and Training Center, Stout Vocational Rehabilitation Institite, Menomonie, W1
54751; telephone 715/232-1380.
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rsons economy and by changes in
- Intergenerational socialization (un)employment rates
opportunities

a Volunteering

(Volunteer activities can range from informal efforts designed to provide
community activities or resources to formal ,proigams like Green Thumb,
Foster Grandparents, or Senior Companions.” * For example, as a Senior
Companion, an older person whose income is less that 125% of federally
defined poverty level can be a volunteer for 20 hours per week, receive
a tax free stipend of $2.35/hour, and be enrolled in a purposeful
volunteer program.)

¢ Advantages * Disadvantages
- enrollment in program that provides - requires ability to function
outlet for wanting to hel independently and exercise
- benefit of socializing andp making new judgement
friends - volunteer programs not available in
- offering something back to the some communities
community - transportation to volunteer sites may
- usnalgl supervised program, be a problem
providing gentle guidance for - not all volunteer supervisors are
activities capable of supervising seniors with
- continued involvement with disabilities

community activities
- small income, when Foster _
Grandparent or Senior Companion

Finding ways to engage in activities that contribute to productive aging
can range from taking advantage of selected activities within a community
senior center, occasionally going to nutrition sites, or being enrolled in a
more formal daycare program. Within the aging network there are three
basic types of congregate community programs. In most cases, one or more
of the followiné types of [;\rogram sites can be found operating in your
community.’ Ideas about how to aid senicrs with a develo menta?'
disability in accessing and using these programs are covered in the Wit to
Win, a companion manual. What follows describes some of the options
that could be used for day services for older persons with developmental
disabilities.

For information on locating a Senior Companion Program in your area, contact ACTION,
Sonior Companion Program, 806 Connecticut Avenue, N.W., M-1008, Washington, DC
20525; telephone 202/634-9349.

See An Instructor’s Guide to Training Volunteers: Companion Programs for Older Persons with
Developmental Disabilities and their Non-Disabled Peers, available from the University of
Missouri-Kansas City, Institute for Human Development, 2220 tolmes Street, Kansas City,
MO 64108-2676; telephone 816/276-1770.

Tor a more detailed explanation of these aging network community program models and
integration ti})s, see Wit to Win: How to Integrate Older Persons with DeveFr nlal
Disabilities into Commum’tg Aghﬁ Programs, available from the New York State Office for
the Aging, Two Empire State Plaza, Albany, NY 12223-0001. A number of techniques can
be used to broaden inclusion in these programs or other community amenities; see
Casebook (X Integration Experiences, available from the CIPADD Project, NYS OMRDD, 44
Holland Avenue, Albany, NY 12229.
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o Social adult day care or day services programs
(these are sites that typically provide daytime care and activities for
seniors who are frail and/or require supervision.” Activities and
programs tend to be individualized to meet the specific needs and
abilities of participants. They can serve as respite for families who must
provide for their elderly relatives or as a program site for others in need.)

» Advantages * Disadvantages

- programming is oriented on the basis - staff ratios at day care sites are
of individual need lower than those found in the

- staff have experience with persons developmental disabilities network
who have various disabilities and day En'o ams.
impairments - social adult day care {pro ams may

- program participants who are not not operate under a fixed set of
developmentally disabled share standards so program quality may
similarities in functional abilities with vary from site to site.
older lpersons with a developmental - categorical funding for social adult
disability. day care programs does not exist;

most programs are only sugported
by their funding source an
participant fees.

o Senior center sites
(these are programs that tygically offer a slate of weekly activities for
seniors often accompanied by a daily, hot lunch time meal.” Some sites
have TV, game, craft, and other activity rooms where multiple activities
occur simultaneously. Depending on the center site, some activities may
be directed by paid or volunteer leaders. Participation in activities is
voluntary and on a first-come, first-served basis. Senior center site users
generally tend to be healthy, active and self-selecting in what they do or
on’t want to do at the center.)

* Advantages * Disadvantages
- provides a "right at home, right in - staff are not likely to have had
the community” experience experience with older persons with a
- offers a diversity of activities developmental disability
- environment can be stimulating - supervision is minimal
- change to make new friends - some activities not of interest
- offers the opportunity to socialize and - environment is relatively

" Social model adult day programs are operated by a variety of social agencies and provide
daytime socialization an cgmu activities (respite) for seniors and other_persons who are
chronically impaired. Medical/adult day health care programs, operated by agencies
generally ‘certitied by the public health authority, admit seniors with medical care needs
who do not need to be in a 24-hour nursing care setting. Psychiatric day care programs,
operated by mental health agencic. a-d certified by mental health authorities, serve
persons who have emotional prc'.i»ms, mental illness, or dementia. In many states,
distinctions amon§ these progran: models are not evident. For more information, see
Standards and Guidelines for Adult Day Care, available from the National Council on the
AginF, 409 Third Street, SW., Washm%ton, DC 20024; telephone 202/479-1200. See also
Developing Adult Day Care: An Approach to Maintaining Independence for Impaired Older
Persons, available from the National Council on the Aging.

" Sec Senior Center Standards and Self- Assessment Workbook: Guidelines for Practice, available
from the National Council on the Aging, 409 Third Street, S.W., Washington, DC 20024;
telephone 202/479-1200.
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be part of a daily community group
- may provide a hot nutritious
noontime meal at low or no cost
- opportunities for "pull out" activities
with other seniors

unstructured

- there is a potential climate for bias

and discrimination against
participants with a developmental
disability

@ Nutrition sites
(or congregate meal sites are locations where a hot midday meal is
provided in a congregate setting to persons aged 60 and over. Persons
under age 60 may be served if they are a spouse or are disabled and live
with a person age 60 or older. The setting may be at a day care
program, senior center or a community location such as a church, school,
town hall or community center, etc. The primary purpose of a nutrition
site is to serve the noon time meal to those who wish to participate.
Nutrition sites serve as a focal point and meeting place for seniors. Often
it is the oan available place in the community where seniors can meet.

a

Many sites have activities and programs around the meal.)

» Advantages * Disadvantages

- sites are found in most communities - most nutriton-only sites are open

- ﬁrovides a community location for a only a few hours a day

ot meal in the company of age - actw&ig programming at sites may be

peers limited or non-existent

- social atmosphere provides - openness to new participants may be
opportunity to make friends a problem

- site offers opportunity to volunteer; - expected donation per meal may be

for example, with setting up the
tables for the meal or helping with
the home delivered meals program if
food preparation is done on site

a budgetary problem

The retirement option

For older persons in general a number of things can impact decision-
making in retirement. One, is the primary gain associated with work; that
is, the wages or salary received. Upon retirement this is usually substituted
by Social rit¥l benefits or a pension. Another, is the secondary gain
associated with the work place, such as friendshNi{ps, a place to go, and the
personal identity that is defined by one’s job. Most persons, when
considering what to do upon leaving the workforce, think in terms of what
they will do to replace work. ~ This notion of replacement leads to "retiring
to.” It is easy to "retire from,” but "retiring to" is more difficult.

Among persons not prepared for retirement, the social and personal
changes associated with retirement can be traumatic when some bridging
has not occurred as part of the transition process. This may be particularly
true for persons with a lifelong disability, some of whom have become
dependent upon their workplace both for discretional monies and social
supports. Thus, the precipitous loss of income or change in friends when
moving to a new setting can become a problem.

For individuals used to earning money through sheltered workshops or
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other day programs, this loss of money upon retirement can become a
roblem. The eartned money may have real or symbolic value; however,
in either instance its loss is felt and may pose a major impediment to

wanting to retire. The lack of a "pension poli

" (or any substitution

scheme for earned income) can pose problemscyor agencies working with
individuals who are of retirement age. Most individuals with a lifelong
disability do not receive earned social security benefits or pensions to use

as income in retirement.

Many older workers are

reluctant to retire when they

are faced with the loss of
income. This results in a
dilemma: when faced with a
desire to stop working and
relax but lose income, or
continue to work and lose
the freedom that may come
from retirement, many older
workers chose to continue
to work. Thus, thought
needs to be given to the
impact of loss of income
upon an individual’s
retirement and becoming
involved in a retirement

program.

There is another side to
this problem. Involvement
in certain group senior
activities, such an outing or
a trip, may include a
nominal fee. Further, even
participating in a congregate
meal program involves
some cost since sites ask for

HELPFUL RESOURCES ON PROGRAM
AND ACTIVITY TECHNIQUES

All of Us: Strategies and Activity Ideas for
Integrating Older Adults with Developmental
Disabilities into Senior Centers (Available
éen:zd Crleigitd s%v?cf’ szgsolsake IDlr:iv . g'zEé]
ra s, Michigan ; telephone
774-0853). & 7

Working with Developmentally Disabled
Older Adults: A Training and Resource
Manual (Awilable from Southeast Pennsylvania
Rehabilitation Center of El Institutes, Bal-
timore Pike and Elwyn Road, Elwyn, Pennsyl-
vania 19063).

Strategies for Semiors with Special Needs:
Program Manual and Activity Guides (Avai-
lable from the Young Adult Institute, 460 West
34th Street, New York, NY 10001-2382; telephone
212/563-7474).

Innovative Programming for the Aging and
Aged Mentally Retarded/Developmentally
Disabled Adult (Available from Exploration
Series Press, P.O. Box 706, Akron, OH 44309).

a donation per meal. An older person should have the dignity associated
with "paying my own way" since many senior activities are peer-oriented

and what one contributes is closely watched by the other seniors. Having
money to spend in such situations is important to an older individual’s

dignity and self-respect.

Meeting social needs is another area of concern. Helping the older
person meet new friends or making it possible for a group of friends to
retire together can help make retirement more attractive. Ensuring that the
“retiring to" activities are attractive and challenging is important. There are
a number of strategies that can be used to minimize social problems

associated with retirement for older

including;:

* pre-retirement counseling,

persons with a developmental disability,

13¢
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¢ partial retirement (where the individual slowly transitions
om work to retirement), and

¢ increased socialization (through the use of "senior friends" and
involvement in social programs).

A "senior friend" or
retirement coach can help
an older person with a
developmental disability
acclimate to new settings
that offer retirement
activities, as well as serve as
a bridge to the friends he or
she may have left at the
work setting. One source of
such "senior friends" is the
federal ACTION agency’s
Senior Companion Program
(see Section 3).”

We would certainly
recommend a careful review
of what concerns the older
person may have about
retirement and what
strategies will be employed
to effect "retiring to.” This
may mean:

RESOURCES FOR RETIREMENT
PLANNING PROGRAMS

Pre-Retireviont Assessment and Planning for
Older Persons with Mental Retardation.
Available from Boswell Retardation Center, P.O.
Box 128, Sanatorium, MS 39112 (telephone
601/849-3321).

Retirement Planning for Older Persons with
Developmental Disabilities. Available fromn
University oEMissouri at Kansas City, Institute
for Human Development, 2220 Holmes Street,
3rd Floor, Kansas City, MO 64108-2676
(telephone 816/276-1770).

Retirement Specialist Program. Auvailable
from St. Louis Association for Retarded Citizens,
1816 Lackland Hill Parkway, Suite 200, St.
Louis, MO 63146 (telephone 314/569-2211).

* reviewing with the person what retirement means to him or her and
what he or she wants to do;

* examining potential pension options;

* discussing the retirement options; and/or

* implementing pre-retirement activities that employ visits, partial
involvement in new situations, and possibly pairing up with a
"buddy” to aid in the social adaptation to a new site.

The box on this page lists several manuals that provide detailed
information on setting up pre-retirement training programs.

Senior Companions are adults age 60 and older, of low income, who are recruited to aid
clderly persons who are home-bound as well as adults with developmental disabilities.
Companions are given a stipend of $2.35 an hour for a 20 hour vsork week; in addition,
they are entitled to meals and an annual physical examination. Their stipend is not
considered income for tax and federal benefit purposes. Many communities have a
Senior Companion Program. For information on the location of your local program,
contact ACTION, Senior Companion Program, 806 Connecticut Avenue, N.Vg., §4-1008,
Washington, DC 20525; telephone 202/634-9349.
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Developing family supports

Most older persons with a developmental disability, if still living at
home, reside with an elderly parent or parents and experience "aging in
place.” Such a "two-generation elderly family" often requires special
services from both the aging and developmental disabilities networks.

In many communities, disability agencies have developed special
outreach efforts to aid such families. some instances, the disability
agencies have developed joint efforts with aging network agencies since,
under the Older Americans Act, the state’s area agencies on aging have the
res czinsibility for providing a number of family supports. These may
include:

* services associ- ‘ad with access (transportation, outreach, and
information a1 ~~‘erral);

* in-home services w..omemaker and home health aide, visiting and
telephone reassurance, chore maintenance, and supportive services for
families of elderly victims of Alzheimer’s disease and neurological
and organic brain disorders of the Alzheimer's type); and

* legal assistance.

Following are examples of some of the services funded through or
grovided by an area agency on aging and some thoughts on how they can
fe hlelpful to an older person with a developmental disability or their
amily:

o Information and referral

(a service designed to help link a person in need with an agency that

grovides a special service. Often, older family members need assistance
ut do not know where to call to receive in. By calling the area agency

on aging the necessary information can be obtained and linkage made

with appropriate agency. It is helpful if a disability agency that
rovides senior services is listed in the area agency on aging’s

information and referral sources book. Call the area agency on aging

directly to arrange this.)

& Qutreach
(outreach workers help those who are in poor health, who live in
isolated areas, who have low income, or who having special problems
getting the services and or information they need. treach workers
are available in many communities; they staff community focal points,
such as nutrition sites, and make home visits where necessary. The
assistance of an outreach worker can be obtained by calling the area
agency on aging.)

o Transportation
(often parents of an older person with a developmental disability .ieed
assistance with obtaining transportation for themselves or their
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son/daughter to go to a medical and other appointment. Local aging
agencies often provide volunteer drivers or have a van service that can
provide transportation upon request.)

o Home delivered meals
(an alternative ?rogram for those seniors who can no longer attend a
congregate meal site. Generallz, meals are delivered if a senior is frail,
disabled and or homebound. Frozen meals ready to reheat are available
for weekends and in areas which do not have daily delivery. For elderly
parents of an adult with a developmental disability who may find it
difficult to leave their home, such a service may be beneficial. Contact
the area agency on aging for information about the availability of home
delivered meal?s’.)

r Legal services
(designed to improve the availability of legal services to elderly persons,
such services include representation on matters affecting rights,
entitlements, benefits, and other matters directly affecting the senior’s
general welfare and independence. Legal services are provided by the
area agency on aging often via a subcontract with a community legal
aid agency. Referrals to private lawyers are made when appropriate.
Legal aid ‘workers, while not often well acguainted with the special legal
needs of older parents of an adult with a eveloi)mental disability,
nevertheless might be a resource for general legal concerns.
Arrangements can be made with the state’s protection and advocac
system to offer training, technical assistance, or other tie-ins to loca
legal aid staff on issues pertinent to families with an adult member with
a developmental disability.)

a Respite'
(many area agencies on aging provide a respite program that allows
caregivers of older family members to prearrange for care when a
vacation or nccessary absence from home is planned. If the adult
member v ith a developmental disability qualifies for such a respite
placement, this service can be most beneficial to the parents.)

a Alzheimer’s disease support groups
(in some instance, either one of the parents or the older adult with a
developmental disability may be showing early signs of Alzheimer’s
disease. Some area agencies on aging provide assistance to support
groups for caregivers, s well as offer individual counseling and resource
materials to help families with a member with Alzheimer’'s disease. For

1

A %00d reference on starting a respite program is How to Start a Respite Service for People
with Alzheimer's and Their Families: A Guide for Community-based Organizations, available
from the Brookdale Center on Agir? of Hunter College, 425 East 25th Street, New York,
NY 10011. See also Respite Guide: Kunning a Respite Care Program in the 1990’s, available
frzg-r;;the New York State Office for the Aging, Two Empire State Plaza, Albany, NY
12223.

) f}')
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an older person with Alzheimer disease, access to such sug ort groups
may often make the difference between continuing to be able to live at
home or having to be admitted to an institution.)

The best source of information about what types of family supports
may be available in your community is the area agency on a%‘inq AAA).
Generally, the AAAs are listed in the telephone directory in the local

overnment listings or in the yellow ga es under senior or social services.

ost area agencies on agi F also publish a directory of services for seniors
that is available to the public; such a directory can be helpful in locating
the appropriate family supports.

Developing housing options

There are a number of community housing options that are useful to
consider. These may be excellent opportunities for older individuals with a
developmental disability, who functionally may have the same abilities or
limitations as other elderly individuals needing slaecial housing. In some
instances, age along with income and functional level (but not categorical
disability) are the criteria used to determine eligibility. In other instances
age alone may be the factor in determining appropriateness.

We present these so that development personnel may consider how to
expand the available community housing options for older persons with
developmental disabilities, in particular those whose life-long disability has
not been a major impediment to independent functioning.

What follows is a description of the housing options for clder persons
with a developmental disability. Each of the options is presented in terms
of the advantages and disadvantages of using the option for an older
person with a developmental disa iliéy -- other advantages and
disadvantages may become evident, depending upon local conditions. Not
all advantages/disadvantages will apply equally and are offered simply to
stimulate ideas. The options include a range of community living
arrangements and other like programs. They may be known by different
terms in your state or area, but will share common characteristics.
Medicaid reimbursed ICFs-MR are included because many states use this
funding scheme to underwrite small community residences. Besides several
community residential options (including sggportive apartments and family
care/personal care homes Fenerally provided by disability agencies), typical
senior housing options included are shared housing, home supports, senior
citizens housing, ECHO units, and home equitr conversions.*” We also
discuss NORCs, a new phenomenon that should be considered when
developing any of the above housing models.

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

" See Housing Options for Older Americans, available from the American Association of

Retired Persons, Housing Program, 1909 K Street, N.W., Washington, DC 20049.
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* Advantages *Disadvantages
- continued stay in home-like setting - problems with physical barriers when
- stable financin aging in place
- use of Medicaid personal care for - need to supplement health/nursing
persons with special needs services
- adaptability of program due to - cumbersome rate appeal process-
flexible regulations problems with day coverage when
- better community medical care tie-in residents retire
- flexibility of day program - need for staff training in aging
- increased need for in-house
programming

S Inte)rmediate Care Facilities for Persons with Mental Retardation (ICFs-
MR
(a small neighborhood group living residence, offering supervision and
special services; uses Medicaid funding)

* Advantages * Disadvantages

- stable financirlﬁ - problems with surveyors who

- available health/nursing care question the continued benefit i

- building usually more adaptable rogram for agig-reiated o vice

- more professional/clinical staff impairments

- per diem to cover increased cost - some 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

Q Sugportive 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 local community

Disadvantages

lack of easy access to medical care
need to move when become impaired
amenities frailty leads to restricted mobili
maintaining social network not a reality for many individuals
greater autonomy who function with few self-care or
eligible for in-home aging services independence capacity skills

- may be Waiver eligible

a Foster family care
(livingi with a surrogate family in the family’s home; board and care
provided)

* Advantages * Disadvantages

- grandparent/family model - family caregiver turnover due to

- long term arrangement aiing

- high community integration potential - physical barriers in "aging in place”
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- availability of Medicaid funded situations
rsonal care tie-in - potential isolation from peers
- availability of monies for home - less easy medical care access
modifications

o Supports to living at hrme
(supports to older person and family in family home)

* Advantages * Disadvantages

- remaining with family - burden on family, specially to elderly
- access to family/community physician parents

- retirement possible - need to tie-in day care for respite

- available in-home supports to elderly - sometimes not known to system

- out-of-home respite tie-in - support services need to be brokered

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

* Advantages * Disadvantages
- normalized living with other seniors - untried for seniors with
- similar to group homes, but without developmental disabilities
staff . - limited to seniors with high-
- does not require site selection independence capacity and skills
- operated by not-for-profit groups - difficulty in finding housemate
- relatively inexpensive to operate matches

- zoning barriers may be a problem
- need agency to provide oversight
and supports

o Congregate housing
(publicly operated congregate housing for locality’s senior citizens;
independent living expectations with some on-site supports provided;
congre%e}ete housing provides for some 5 to 10 percent of the nation’s
SenIors.

* Advantages * Disadvantages

- eligible by age and residency - competition with other elderly for
- living with age peers scarce units

- some support services on premises - may need own transportationr:

- physically accessible housigg - variable housing quality (depending
- two meals per day provid upon town)
- need to provide supports

¥ See Housin%\()pﬁons Sourcebook for Older New Yorkers, available from New York State
Office for the Aging, Two Empire State Plaza, Albany, NY 12223-0001.

' The Cranston-Gonzal. : National Affordable Housing Act (.L. 101-625) contains major
revisions to the Congregate Housing Services Program (CHSP).  For more information,
contact US Department of Housina}and Urban Developmnt, Elderly and Handica
Peopla Division, 451 7th Street, SW., Washington, DC. 2010; telephone 202/708-3291.
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o Accessory apartments/units
(accessory apartments built into family home or free-standing units placed
on property adjacent to family home - ECHO units)"”

Disadvantages
not permitted in every community
removal requirement - loss of equity
no "program” support monies
n to tie-in to day services

ssible loss of residence when
amily moves or parents die or
themselves become frail

¢ Advantages

independent living near relative
can live with housemates
relatively economical to live in

no atory constraints
eligibie for i¥1—home aging services

o Home -quity conversion
(conversion of assets of high-equity homes by homeowner to provide

ruonthly support funds for living in home)®

* Advantages * Disadvantages

- older disabled adult can be co-owner - loss of home when equity runs out

- continued living in own home of home

- regular monies to live on - may need agency tie-in for supports

- can be used tc support a shared - outside help for home maintenance
housing unit - inaccessibility of amenities if

- guaranteed security for set time suburban /rural

- obtaining equity mortgage dependent
upon location and housing market

@ Naturally occurring residential communities
(or NORCs as they have come to be known, are places not originall¥
Klarmed or intended as communities for older people, but where at least
alf of the residents are now age 60 or older. Such communities can
consist of a single building, a development, a entire neighborhood, or
even a small town or resort community. They are formed either by older
ple who have remained after younger people have moved awaz or by
older people moving in after retirement. Gerontologists estimate that
about one in four older Americans live in this type of community and
expect the number to grow over the next twenty years.)

- some social services available means living with mostly seniors
- can prevent early institutionalization informal services

- living in community and many communities not providing
nei rhood seti’n special services

friendships and sovialization - no special funding available
clubs and activity groups

* Advantages * Disadvantages

7 See Your Home: Your Choice (A Workbook for Older People and their Families), available from
the American_Association of Retired Persons, Housing Program, 1909 K Street, NW.,
Washington, DC 20049.

" One source of information on home equity conversion is the National Center for Home
Equity Conversion, Suite 300, 1210 East College Drive, Marshall, MN 56258. See also,
Home Equity Conversion, available from the New York State Office for the Aging, Agency
Building Two, Empire State Plaza, Albany, NY 12223-0001.
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Adapting physical environments

The design of physical environments is important to integration and
programming. If done incorrectly, it can prevent many seniors from using
a facility or program. Whether designing a new senior program or aiding
in the integration of an existing one, this is an area in which the
developmental disabilities network has much expertise and can act as a
resource to the aging network, thus ultimately increasing the options for all
senijors.

We live in physical environments that are designed for use by the
average size able-bodied person. To best use our environment, a person
needs to be free of impairments in ambulation, hearing or vision. To be
able to travel to sites or enter buildings, a person n be able to move
about without the assistance of adaptive devices or be able to use adaptive
devices competently when conditions permit. Unfortunately, notwith-
standing recent laws (in particular, the Americans with Disabilities Act) to
assure access to buildings, most are still full of physical barriers and will
remain so for a number of years to come. As our population continues to
age, the physical environment will become increasingly difficult to use by
seniors if accessibility is not made a priority in many communities.”

A poo.ly designed physical environment can prevent a person from
entering a building or areas where program activities occur. It can also
prevent or discourage communication as well as discourage independent
movement throughout the building’s various areas. Often this can be so
subtle that seniors using the environment may not be aware as to why they
are uncomfortable in the environment. Thus, they may tend to avoid using
the environment without being (or staff members being) aware of the
reason.

In integrating seniors with developmental disabilities into an already
existing program, you xiay not be able to control the physical environment.
However, you can an.! should select ﬂotential program participants
according to their abulity to use the already existing environment. You
should also work tc aid the sites to make their space accessible, both
physically and psychologically. Integration attempts can be unsuccessful if
you have not considered the impact of the environment on the individuals

ou are attempting to integrate. The more you are aware of the hidden
rriers, the greater the likelihood that the individuals you are helping will
experience in usirg the sites.

Once you have developed a fpositive working relationship with the
program administation and staff, you can use your er ‘ironmental
awareness as 2 resource for the senior program. You .nay be able to use
your level of awareness and expertise tﬁrough suggestions of inexpensive or
cost-free modifications that can be made to improve the program
environment for all seniors participating. However, these suggestions are

¥ A gyood reference for adaptingha home is The Do-able Renewable Home; Making Your Home
Fit Your Needs, published by the American Association of Retired Persons, 1909 K Street,
N.W., Washington, DC, 20049.
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best held until you are comfortable that program staff and administrators
can acceFt the suggestions in a spirit of interagency cooperation (and not
criticism).

[0 What to consider during physical site selection

There are a number of considerations when selecting physical sites for
senior programs; these include:

* are people able to enter the building and program areas
independently? The site should have at least one accessible
ublic entrance; parking spaces designated "handicap” should
located close to the entrance; appropriate signage should be
present indicating "handicap" parking, as well as accessible
entrance(s).

* once inside the building, are all the areas you plan to use for
programs accessible to all potential program participants?
Are hallways barrier free and is there unencumber
movement throughout all rooms?

* is at least one of the bathrooms conveniently located to
program areas and accessible gor persons with physical
limitations? Can persons with mobility impairments get in
the bathroom; are there grab bars for independent transfer in
the toilet area, is at least one sink reachable; are there usable
faucets, reachable soap dispensers and reachable towels; can
the door handles and locking mechanisms be used by persons
with poor grasping abilities?

* are ceiling, windows and wall materials in program areas
sound absorbent so that background noises do not pose
problems? 1f not, can carpeting, curtains and plants be safely
added to the area to cut down on echoing sounds and
background noises? Consideration of noise is important
because one in four seniors over age 65 has a hearing
impairment that is severe enough to get in the way of
communication.

* is the lighting adequate in hallways? Lighting in hallways
should make the area easily visible and safe for use; there
should not be dark "danger" areas and floors should be free
of glare so as not to create shadow effects causing difficulty
in mobility.

* is the lighting adequate in program areas? Lighting should
be appropriate for the activities scheauled for those areas,
such as close up area lithing for readin% or fine motor
activities. Providing sufficient glare-free iﬁhting for seniors is
extremely important as many seniors will have some form of
visual impairment or visual changes.
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e are color contrasts between floors and walls sufficiently
pronounced to provide cues that prevent walking into the
walls. Are doorwa{ frames painted in contrasting colors so
that doors are clearly visible? [As people age distinguishing
shades of colors, especially blues and greens, become more
difficult due to the yellowing of lenses of the eye.]

e are door levers easy to use? Does the weight or mounting of
doors make o eni:g doors throughout the building difficult;
are handles adapted for persons with grasping impairments?

o does the lack of awareness and attitude of program sta
toward physical barriers create additional problems in the
program stte? Have ¥\oun er age staff been given experiential
training in "living with a disability"?

[l Removing physical barriers

Oftentimes, reducing physical barriers is a matter of changing attitudes
and increasing awareness of the environment. There are a number of
inexpensive or cost-free things that can make the experience a successful
integration experience.

Consider:

o removing furniture or objects placed o making sure when painting areas to
in walking areas so that the areas are use_contrasting colors from the floors
accessible and also safer for walking; and accenting doorways (the

exception to this is if wandering off

o reducing background noises ? is a problem in a program area;
turning off radios and TVs durin painting doors the same color as the
activities when no one is using them; walls, wandering activity is reduced).

and

A last word... running demonstrations

It is useful to start any program initiative with one or more
demonstrations. This is true re§ardless of the type of effort involved, be it
targeted integration or the development of a new housing, day services, or
support services program model. Demonstrations are useful because they
let ?lou test out what you may want to develoi) on a greater scale under

e 0

differing sets of conditions, yet remain free of long-term commitments that
could compromise your efforts.

The first s+ = & demonstration effort is to define what you want to
find out. Yc¢ . 0. wish to determine:

¢ if a certain program model is feasible either from a program or cost
perspective;

e that what has worked in some other area will work in the target
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area; or

* which of a number of alternative recommendations on implementing
a program you want to try under varying conditions.

Once you identify your intent, decide whether you wish to vary

funding, staffing patterns, rules or r

ations, catchment areas, clientele, or

other factors as your test conditions. ~ Although ¥ou may not purposely

vary a number of conditions, certain key factors,

ike "doability” and cost

should be major considerations. Both of these issues will come up as
questions by the eae%encies that will be providing you with funding or the

approval to proc

Demonstrations are also useful for seeding a new

program model that you know will work, but need extra time to phase in.

When developing demonstrations, consider:

O structuring your demonstration so as
to test out the program initiative in
terms of cost, programmatic factors,
personnel, consumer acceptance, and
the like.

o providing the demonstration with
appropriate and adequate supports,
such as technical assistance, local
political support, consumer awareness,
and financial stability.

o providing technical assistance to the
demonstr..tion site personnel and
cthers involved or affected by the
demonstration.

o involving personnel in inservice
and networking opportunities with
other like demonstration site
personnel.

o providing, as warranted, appropriate

o]

publicity to help the demonstrations
draw clientele and gain community
acceptance.

evaluating the impact of the
demonstration as to its effect on
consumers, 7ectiveness in addressing
its goals, and its cost-effectiveness.

using the demonstration experiences
to test alternative means of providing
the services (or undertaking the
activity), financing or fisca
administration, personnel, locational
influences, and the site-specific
situational factors.

watching for key personnel at the
demonstration sites who are the
“sparks" that make them work and
who could be asked to speak on

behalf of the demonstration efforts at
conferences, hearings, and meetings. []
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Appendix A Demonstration Projects

TABLE 1a
DEMONSTRATION PROJECTS - FIRST SERIES

County Information

County Name Erie Monroe Madison Cattaraugus
Population 991,748 715,429 66,068 86,449
N County Pop 60+ 192,006 118,107 10,091 15,677
% County Pop, 60+ 19.4% 16.5% 15.3% 18.1%
N County Pop Known DD 115 97 17 42
N County Pop Est. DD 760 468 40 62
County Character Urban Urban Rural Rural
Aging Network Programs
# Sr. center programs 24 19 7 25
# Nutrition sites 67 20 12 15
# Adult day care sites 1 1 2 2
Demonstration Projects
Agency with contract People, Inc Rochester . :egional Madison Co Cattaraugus Co
Council/Aging Office for Aging Department for
Aging
Project funding $50,000 $38,000 $20,000 $38,000
(per year)
Project functions
casefinding? yes yes yes yes
sr. companions used? yes no yes yes
integrate day care? no no yes yes
integrate sr centers? yes yes no no
integrate meal sites? no yes yes no
statf-shanng? yus no no no
training others ?yes yes yes yes
# persons served with 15 17 7 25

developmental disabilities

DD = persons with developmaental disabifities
Population data trom Strasegios and Barers, current as of 1987,

115
BEST COPY AVAILABLE
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TABLE 1b

DEMONSTRATION PROJECTS - SECOND SERIES

County Information

County Name

Population

N County Pop.

60+

% County Pop.

60+

N County Pop.

Known DD

N County Pop.

Est. DD

County
Character

Queens

408,070
21.3%
90

1616

Metropolitan

Aging Network Programs

# Sr. center
programs

# Nutrition sites

# Adult day
care sites

95

72

4

Demonstration Projects

Agency with
contract

Project funding

(per year)

Project functions

s3nior com-
panions used?
integrated
program?
program a
daycare site?

# persons
served with
developmental
disabilities

ACRMD, Inc.

$73,000

no
no

no

20

Queens

408,070
21.3%
90

1616

Metropolitan

95

72

uces
Queens

$91,000

yes
no

no

31

Erie

192,006
19.4%
118

760

Urban

43

57

People, Inc.

$120,000

no
no

no

1

Chautauqua

29,721
20.4%
94

118

Rural

16

Chautauqua
Office
fr Aging

$71,000

no
yes

yes

[16

Steuben

18,445
19.0%
43
73

Rural

Pathways, Inc.

$55,909

no
yes

yes

15

Sullivan

13,980
20.6%
140

55

Rural

13

Sullivan Co.
ARC

$320,380 (1st
yr with start-up)

yes
yes

no

98
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County Information

County Name Queens

Population

N County Pop 408,070
60+

% County Pop, 21.3%
60+

N County Pop 90
Known DD

N County Pop 1616
Est DD

County Metropoiitan

Character

Aging Network Programs

# Senior center 95
programs

# Nutrition sites 72

# Aduit day 4
care sites

Demonstration Projects

Agency with UCP/
contract Queens
Project funding  $50,000
(per year)

Project functions
case-finding? yes
senior com- yes
panions used?

integrated no
program?

training others yes

# persons 10
served with
developmental
disabilities ?

Brooklyn

396,806
17.7%
70

1571

Metropolitan

121

103

Builders for
Family &
Youth/Diocese
of Brookiyn

$30,000

yes
no

yes

yes

19

TABLE 1¢

Brooklyn

396,808
17.7%
70

1571

Metropolitan

121

103

Jewish Assoc
for Services to

Aging

$25,000

yes
no

yes

no

20

Brooklyn

396,806
17.7%
70

1871

Metropolitan

121

103

Park Slope Day
Care

$60,000

yes
no

yes

no

DEMONSTRATION PROJECTS - THIRD SERIES

Staten Island

55,065
14.8%
71

218

Urban

28

17

A Very Special
Place

$50,000

yes
no

yes

yes

10

Staten Island

65,085
14.8%
71

218

Urban

28

17

Community
Agency for Sr
Citizens

$25,000

yes
no

yes

yes

10
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TABLE 2A

PROVISIONAL ESTIMATES OF THE U.S. POPULATION
FOR SELECTED AGE GROUPS, BY STATE (JULY 1, 1989)

(Numbers in thousands) (Percentage)

State All

Ages 55+ 60+ 65+ 55+ 80+ 65+
UsS. total 248,239 52,577 41,851 30,984 21.2 16.9 125
Alabama 4,118 875 697 523 21.2 16.9 127
Alaska 527 52 35 22 99 6.7 4.1
Arizona 3,556 770 624 464 21.7 175 13.1
Arkansas 2,408 566 462 356 235 19.2 148
Califomnia 29,063 5,438 4,245 3,071 18.7 144 106
Colorado 3,317 561 438 324 16.9 13.2 9.8
Connecticut 3,239 755 600 441 235 185 136
Delaware 673 144 112 79 21.3 16.6 118
District of Columbia 604 129 103 76 21.4 17.0 125
Florida 12,671 3,661 3,027 2,277 289 239 18.0
Georgia 6,436 1,164 900 653 18.1 140 101
Hawaii 1,112 219 171 119 19.7 154 10.7
Idaho 1,014 188 154 121 18.6 18.2 119
llinois 11,658 2,487 1,854 1,437 1.2 16.8 12.3
Indiana 5.593 1,178 936 694 211 16.7 124
lowa 2,840 674 553 428 237 19.5 15.1
Kansas 2,513 559 452 343 22.2 18.0 13.7
Kentucky 3,72 785 627 472 211 16.8 12.7
Louisiana 4,382 814 649 487 18.6 148 111
Maine 1,222 273 219 164 22.3 179 134
Maryland 4,694 926 715 509 19.7 152 108
Massachusetts 5913 1,359 1,083 813 23.0 185 138
Michigan 9,273 1,895 1,501 1,100 204 16.2 119
Minnesota 4,353 902 725 549 20.7 17.6 126
Mississippi 2,621 535 430 326 204 16.4 124
Missoun 5,159 1,187 954 719 230 18.5 139
Montana 808 169 137 106 21.0 170 13.2
Nebraska 1,611 363 294 224 225 18.2 13.9
Nevada 1,111 213 165 121 19.2 14.9 109
New Hampshire 1,107 218 172 126 19.6 1585 114
New Jersey 7,736 1,802 1,418 1,021 233 18.3 13.2
New Maxico 1,528 281 220 161 18.4 144 105
New York 17,950 4,094 3,225 2,341 228 18.0 13.0
North Carolina 6,571 1,387 1,092 798 211 16.6 121
North Dakota 660 143 117 92 216 178 139
Ohio 10,807 2,399 1,906 1,399 22.0 175 128
Oklahoma 3,224 688 556 428 214 17.2 133
Oregon 2,820 597 485 392 21.2 17.6 13.9
Pennsylvania 12,040 3,025 2,450 1,819 26.1 203 151
Rhode Island 998 242 198 148 243 198 148
South Carclina 3,512 677 532 390 19.3 151 111
South Dakota 715 165 134 103 23.0 18.7 144
Tennessee 4,940 1,056 837 625 21.4 17.0 126
Texas 16,991 2,971 2,324 1,714 17.5 13.7 101
Utah 1,707 240 192 146 14.0 1.2 86
Vermont 567 112 90 68 198 15.8 119
Virginia 6,098 1,176 912 657 19.3 15.0 108
Washington 4,761 912 737 567 19.2 155 119
West Virginia 1,857 435 356 272 235 19.2 146
Wisconsin 4,867 1,066 860 652 219 17.7 134
Wyoming 475 €9 57 46 146 12.0 9.8

SOURCE OF DATA: U.S. Bureau of the Census, Curent Population Reports, Series P-25 (Administration on Aging).
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TABLE 2b

NUMBER AND F;ERCENT OF PERSONS 60+, BY STATE:

1989 AND PROJECTIONS FOR 2000 AND 2010
(Numbers in thousands)

1989 2000 2010
Percent Percent Percent
State of of of
Number all ages Number all ages Numbe: all ages

U.S., total 41851 169 45,582 17.0 55,540 19.7
Alabama 697 169 757 17.4 906 203
Alaska 35 6.7 44 73 67 100
Arizona 624 175 838 181 1,172 212
Arkansas 462 19.2 489 195 583 228
Califomia 4,245 14.6 5,084 15.0 6,717 176
Colorado 438 13.2 496 145 640 189
Connecticut 600 185 620 18.1 720 205
Delaware 112 16.6 131 16.4 168 18.0
District of Columbia 103 17.0 107 179 122 195
Florida 3,027 239 3,980 243 5,253 26.7
Georgia 900 140 1,118 139 1,540 16.4
Hawaii 171 154 226 16.6 308 9.4
Idaho 154 15.2 156 155 191 104
lllinois 1,954 168 1,942 16.6 2,157 186
Indiana 936 16.7 949 16.7 1,074 19.0
lowa 553 195 512 20.1 534 237
Kansas 452 180 460 18.2 526 211
Kentucky 627 168 644 17.5 743 209
Louisiana 649 148 663 16.0 763 19.7
Maine 219 170 227 16.9 273 19.1
Maryland 718 15 837 149 1,097 17.0
Massachusc: ‘ts 1,093 18 » 1,089 17.7 1,251 194
Michigan 1,501 16.2 1,492 159 1,686 18.1
Minnesota 728 16.7 760 16.6 805 195
Mississippi 430 164 462 16.7 553 193
Missoun 954 185 996 18.2 1,164 206
Montana 137 170 130 17.5 147 213
Nebraska 294 18.2 290 18.8 317 220
Nevada 165 149 205 146 289 178
New Hampshire 172 155 204 14.5 281 17.0
New Jersoy 1,418 183 1,509 18.0 1,770 200
New Mexico 220 144 255 147 329 171
New York 3,225 180 3,226 18.0 3,615 199
North Carolina 1,092 166 1,316 171 1,71 19.6
North Dakota 117 178 107 18.0 114 215
OChio 1,906 175 1,915 17.5 2,124 19.7
Oklahoma 556 17.2 552 189 625 235
Oregon 495 176 485 16.7 605 207
Pennsylvania 2,450 203 2,364 19.6 2,561 213
Rhode Island 198 198 194 18.5 219 199
South Carolina 532 15.1 624 15.7 811 188
South Dakota 134 18.7 130 18.2 142 20.2
Tennessee 837 17.0 941 17.4 1174 205
Texas 2,324 137 2,664 149 3,377 188
Utab 192 112 208 11.3 261 139
Vemont 90 158 95 15.3 115 175
Virginia 912 15.0 1,084 14.9 1,424 173
Washington 737 155 796 15.3 1,052 196
Wes! Virginia 356 19.2 323 19.6 339 229
Wisconsin 860 17.7 857 7.7 964 20.7
Wyoming 57 120 52 12.7 €0 16.4

SOURCE OF DATA: U.S. Bumsau of the Census, Current Population Reports, Series P-25 (Administration in Aging).
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TABLE 2¢

PERSONS 60+ YEARS OLD BY SELECTED AGE GROUPS
FOR STATES (1969)

Number (thousands) Selocted ages as % of 60+
Age Group: 60+ 65+ 75+ 85+ 65+ 75+ 85+
Stata-
Uu.Ss., total 41,851 30,984 12,802 3,042 740 306 7.3
Alabama 697 523 216 48 75.0 31.0 69
Alaska 35 22 6 1 620 183 37
Arizona 624 464 180 36 745 28.8 58
Arkansas 462 356 153 as 76 9 331 76
California 4,245 3,071 1,234 203 724 29.1 69
Colorado 438 324 131 32 741 299 74
Connecticut 600 441 184 45 735 30.7 75
Delaware 112 79 30 7 71.2 27.0 6.6
District ot Coiumbia 103 76 30 8 735 205 74
Florida 3.027 2,277 944 202 75.2 31.2 6.7
Georgia 900 653 260 58 725 289 64
Hawaii 171 119 44 10 69.7 259 6.0
|daho 154 121 50 11 786 327 7.2
filinois 1,054 1,43) 602 147 73.6 308 75
indiana 936 694 289 Al 741 308 76
lowa 563 428 198 55 775 35.7 *R-)
Kansas 452 343 157 42 76.0 s 93
Kentucky 627 472 198 47 75.2 315 7.5
Louisiana 649 487 194 46 75.1 300 7.0
Maine 219 164 7 18 74.9 324 82
Maryland 715 509 195 46 711 27.2 64
Massachusetts 1,003 813 350 90 74 4 320 8.2
Michigan 1,501 1,100 441 105 733 28.4 70
Minnesota 725 549 248 68 75.7 M43 0.4
Mississippi 430 326 139 33 759 324 7.6
Missouri 954 719 320 79 75.4 335 8.3
Montana 137 106 44 1 774 324 78
Nebraska 204 224 108 20 764 360 89
Nevada 165 - 121 39 7 73.4 235 43
New Hampshire 172 126 53 13 734 31.0 77
New Jersey 1,418 1,021 412 95 720 29.0 6.7
New Mexico 220 161 43 14 73.1 28.9 64
New York 3,225 2,341 992 245 726 308 76
North Carolina 1,092 798 312 70 73.1 285 64
North Dakota 117 92 43 1 78.2 368 9.2
Ohio 1,906 1,399 566 136 734 29.7 7.2
Oklahoma 556 428 189 45 771 340 8.2
Oregon 495 392 164 39 79.2 33.1 79
Pennsylvania 2,450 1,819 740 169 743 30.2 69
Rhode Island 198 148 63 15 746 318 1.7
South Carolina 532 390 145 31 734 27.2 59
South Dakota 134 103 47 13 768 35.2 98
Tennessee 837 825 259 59 74.6 309 7.1
Texas 2,324 1,714 707 165 73.7 30.4 71
Utah 192 146 59 13 76.4 31.0 67
Vermont 90 68 30 8 754 33.0 86
Virginia 912 657 255 60 721 2u.0 66
Washington /37 567 231 55 77.0 31.3 75
West Virginia 358 272 113 26 76.3 31.7 73
Wisconsin 860 652 288 73 75.7 334 85
Wyoming 57 46 19 5 816 333 79

SOURCE OF DATA: U.S Bureau of the Census, Current Population Reports, Series P-25 (Administration on Aging)
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Table 3

ESTIMATED OLDER POPULATION OF PERSONS
WITH DEVELOPMENTAL DISABILITIES BY STATE

State 1990 Population® Persons 55+ Persons 60+° Persons Persons
with DD 55+ with DD 60+

UsS., total 248,239 52577 41,857 208,730 168,140
Alabama 4118 875 697 3,465 2,760
Alaska 527 52 35 2086 139
Arizona 3,556 770 624 3,049 2471
Arkansas 2,406 566 462 2,241 1,829
Califomia 20,063 5,438 4,245 21534 16,810
Colorado 3,317 561 438 2,221 1,734
Connecticut 3,239 755 600 2,989 2,376
Delaware 673 144 112 570 443
District of Columbia 604 129 103 510 407
Florida 12671 3,661 3,027 14,497 11,986
Georgia 6,436 1,168 900 4,625 3,564
Hawaii 1112 219 17 867 877
Idaho 1,014 188 154 744 609
llinois 11,658 2,467 1,954 9,769 7.737
Indiana 5,593 1178 936 4,664 3,708
lowa 2,840 674 553 2,669 2,189
Kansas 2,513 559 452 2213 1,789
Kentucky 372 685 623 2712 2,467
Louisiana 4,382 814 649 3223 2,570
Maine 1,222 273 219 1,081 867
Maryland 4,694 925 715 3,663 2,831
Massachusetlts 5913 1,359 1,093 5,382 4,328
Michigan 9,273 1,895 1,501 7.504 5944
Minnesota 4,353 902 725 3,572 2,871
Mississippi 2.621 535 430 2,119 1,703
Missouri 5159 1,187 954 4,701 3,778
Montana 806 169 137 669 543
Nebraska 1,611 388 294 1,457 1,164
Nevada 1,111 213 165 843 653
New Hampshire 1,107 218 172 863 681
New Mexico 1,528 281 220 1,113 871
New Jersey 7.736 1,802 1418 7135 5615
New York 17,950 4,094 2,225 16,212 8811
North Carolina 6,571 1,387 1,092 5,493 4324
North Dakota 660 143 117 566 463
Ohio 10,907 2,399 1,906 9,500 7,548
Oklahoma 3,224 688 556 2724 2,202
Oregon 2,820 597 495 2,364 1,960
Pennsylvania 12,040 3,025 2.450 11,979 9,702
Rhode !slend 998 242 198 958 784
South Carolina 3,512 677 532 2,681 2107
South Dakota 115 165 134 653 531
Tennessee ‘4,940 1,056 837 4,182 3,315
Texas 16,991 2,971 2,324 11,765 9,203
Utah 1,707 240 192 950 760
Vermont 567 112 90 444 356
Virginia 6,098 1176 932 4,657 3,691
Washington 4,761 912 737 3612 2919
Waest Virginia 1,857 435 356 1,723 1410
Wisconsin 4,867 1,066 860 4221 3,406
Wyoming 475 69 57 273 226

Based upon as estimate of 3.96 older persons with a developmental disability per 1000 older persons in the general population (see
pp 24-26).
* numbers in thousands

|
N
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AGREEMENT BETWEEN U.S. ADMINISTRATION ON AGING
AND U.S. ADMINISTRATION ON DEVELOPMENTAL DISABILITIES

Introduction

The Administration on Aging (AcA) was created under
the Older Americans Act of 1865 and is the only Federal
agency devoted exdlusively to the concemns and potential of
America's older po'rulation. AoA services as the visible
advocate on behalf of the elderg within the Department of
Health and Human Services and other Federal agencies and
national organizations administering programs affecting older
Reople. mafgr goal of the Administration on Aging is to

elp older people live more meaningful, independent, and
dignified lives In their own homes and communities for as
long as possible.

The Administration on Developmental Disabilities
(ADD) is the lead agency within the Depatment of Health
and Human Services responsible for planning and carrying
out programs which promote the seif-sufficiency and protect
the rights of the nearly four million Americans with
developmental disabilities. The major goal of the )
Administration on Developmental Disabilities is to work in
partnership with State governments, local communities and
the private sector to increase the social and economic
integration of individuals with developmental disabilities into
the fabric of society.

_The pu of this agreement is to improve the
coordination o pmg:;amq administered by the Administration
on Aging and the Administration on Developmental )
Disabilites which relate to the welfare of older persons with
developmental disabilities.

Background

It is estimated that four out of every 1,000 older
adults have a developmental disability. The total number of
el persons in the United States who are developmentally
disabled is estimated to be as high as one-half million
persons. These older persons arg in double jeopardy. Their
problems are complicated by long-standing physical or
mental impairments and they frequently need Individualized
housing, day-care, and other su e services. Assistance,
through the provision of appropnate services, to this prionity
okler population can be made available and accessible within
the community through a comprehensive, coordinated,
community-based service system. This system of services
should be designed to enable older persons with
developmenta! disabilities to attain and maintain emotional
well being and independent living.

The Older Americans Act now contains many
requirements for services to ekderly disabled people and
cooperation with agencies and organizations regarding the
developmentally disabled. For example, the Act requires the
State Agency on Aging to establish and operate an Office of
the State Long Term Care Ombudsman. This Office is
required to coordinate ombudsman services with the
protection and advocacy systems for individuals with
develogmental disabiliies and mental illness established
under Part A of the Developmental Disabilities Assistance
and Bill of Rights Act and under the Protection and
Advocacy for tally |l Individuals Act of 1986.

With respect to the needs of elderly persons with
severe disabilites, the Act requires State plan assurances for
the coordination of planning, identification, assessment of
needs, and services with State agencies primarily responsible
for disebled, including severely disabled, persons. The State
plan must also contain an assurance that the State will work

with these agencies to develop collaborative &rpgrams to
m'set the needs of older individuals with disabilibes.

There is a need for the Administration on Aging and the
Administration on Developmental Disabilities to undertake the
development of collaborative activities to improve the
coordination of pmxaams. administered by the Administration
on Aging and the Administration on Developmental
Disabilittes which promote the independence and well-being
of older persons with developmental disabilities.

Scope of the Agroement

The immediate objective of this agreement is for the
Administration on sAagr:g and the Administration on
Developmental Disabilies to discuss, and develop action
plans for, joint initiatives which improve the coordination of
the Administration on Aging and the Administration on
Developnental Disabilities programs and activities in order to
improve services to older persons with developmental
disabilities, promote the integration of these individuals into
the mainstream of society, and promote a better
understanding of programs servmgvgldedy and disabled

ons between the National Network on Aging and the
velopmental Disabilities Network.

Under this agreement, the Administration on Aging and
the Administration on Developmental Disabilities agree to
jointly develop and implement initiatives in
support of ﬂng;:vals and objectives outlined below and to
undertake the development of other colaborative actvities
which promote the independence and well-being of older
persons with developmental disabilities.

Goal |

Promote a better understanding of programs serving
elderty an: :isabled persons between the National Network
on Aging and the Developmental Disabilities Network.

Objectives

l.To increase best practice and other information
shanng/excnangg_ between the Network on Aging and
Developmental Disabilities Network.

2.To stimulate linkages between the Ombudsman and
Protection and Advocacy Programs.

3.To explore potential linkages between the Aging
Resource Centers and University Affiliated Programs.

4.To encourage the development of memoranda of

understanding between the State Developmental

Disabilities Councils and State Agencies on Aging.
Goal It

To demonstrate a commitment at the national level
between the Administration on Agil:g_ and the Administration
|

tor Developmental Disabilities regarding serving older
persons with developmental disabilities.
Objectives

1.1 To provide policy guidance at the national level

hetween the Administration on Aging and the
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Adminisg‘%n':n for Develc ng:'wboisabtglﬁeq iﬁoisng persons w}th a?g:;ognnonnl disabilities in aging m
serv r persons elopmen . rams (m ing those elderly persons
e e Se'?vgplopmentally dnabla as pants and volunteers at

2.To promote training of Network on Aging and senior centers and nutrition sites).
Deve nta) Disabilities staff and others regarding
the abiliies and unmet needs of older persons who Administration of Memorandum of Understanding

are developmentally disabled. o . -
The Administration on Aging and Administration on

3.To increase collaboration and linkages between Developmental Disabilities jointly agree to0:
national organizations and Federal, State, and local i )
agencies serving the older persons who are |.Designate staff 1o be responsible for administering all
developmentally disabled. of this agreement; and
4.To jointly dev a priority area on elderly persons 2.Designamw staff of Administration on Aging and the
with gve pmental disabilities for the discretionary Administration on Developmental Dna!:l?g © meet
funds announcements. regularly to review the progress of the joint agreement
and to dentify new joint initiatives.
Goal Nl
Period of Agreement
Improve servicos o older persons with developmental ) . _
digabilities. This agreement is effective upon signature and shall
continue in effect until terminated by either party.
Objectives
Authority
.To identify the unmet needs of older persons with
developmental disabilities. The Economy Act of 1932, as amended (311 }.S.C. 1535)
2.To facilitate the ?arqqision of gaality services in Modification or Cancellation Provision
intermediate care facilities which meet the needs of )
older persons who are mentally retarded. This agreement may be modified or amended by written
_ X agreement of both parties. Requires for modification and
3.To promote training of health care professionals to amendments to the agreement may be initiated by
gm:b - _services to older persons with developmental either party through written notification to either party.
isabilities.
Costs
4.To gomote training of family caregivers on how to
care for older persons with developmental disabilities. To be determined upon the completion of specific action
. ) plans for dissemination activities and/or research and
5.To promote the successful integration of older demonstration projects.

Acceptance and Signature of Each " ~oroving Party

Joyce T. Bemy, Ph.D. . Will Wolstein

Acting Commissioner on Aging Acting Commissioner

Administration on A ip‘g Administration on Developmental Disabilites

U. S. Department of Health and Human Services U. S. Department ot and Human Services
September 27, 1989 September 27, 1989
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SAMPLE AGREEMENT BETWEEN STATE UNIT ON AGING
AND STATE DEVELOPMENTAL DISABILITIES AGENCY

Memorandum of Understanding

Relative to Older New Yorkers With a Developmental Disability

Between the New York State Office for the Aging

and
The New York State Office of Mental Retardation
and Developmental Disabilities

This a ent is entered into by and between the
New York State Office for the Aging (SUFA) acting by
and through the Director with Offices at Two Empire
State Plaza, Albany, NY 12223, and the New York

to establish mechanisms to cover services reporting
and case record sharing requirements;

to assist each omm sharing technical information,

State Office of Menta! Retardation and Developmental training resources, providing cross-training to
Disabilities (OMRDD) acting bx and through the agencies providing sefvices to older New Yorkers
Commissioner with offices at 44 Holland Avenue, with a developmental disability within both networks;
Albany, NY 12229, to cooperate on common projects involving grant or
other external funding that would benefit 0 New

Whereas OMRDD is the state agency responsible
for providm residential and community services for
snd. a developmental disability in Nc ¥ York
tate, a

Whereas SOFA is the state agency responsible for
implementing and stimulating programs and policies
both through the aging network and other state
agencies on behalf of all older New Yorkers, and

Whereas aging network means agencies which
receive monies administered by the SOFA, and

Wherees the State and recent federal Older
Americans Act amendments nize the increasing

Yorkers with a developmental disability; and

to encourage New York's colleges and universities to
address the issues of aging amo:F New York's older
population of persons with a developmental disability.

Therefore, SOFA and OMRDD agree to the
following:

Office for the Agin, agmes, only to the extent
resources are avanable, to:

request the State's local Offices for the Aging to
enter into a planning process with the relevant
OMRDD district office on specific service projects,

number of older persons with a developmental and such planning processes would include not on
disability, and P the local ek:pg\ental disability and agi ofﬁoes.ly
) but also older adults from the planning and service
Whereas okder New Yorkers with a developmental areas;

disability are eligible for aging network services, and

Whereas both agencies agree that the integration of
capable older New Yorkers with a developmental
disability within aging network programs is feasible and
warranted, and

Whereas SOFA and OMRDD beliave a coordinated
muluagonmmach can more effectively meet the
needs of o ow Yorkers with a developmental
disability, SOFA and OMRDD agree:

- to establish and maintain.an interagency services
coordination committee to address issues of
common concem, coordinate planning and services,
and resolve problems;

+ to encourage local coordination of planning, needs
identification, and development of services between
local Offices for the Aging and OMRDD district
offices and/or constituent provider agencies;

* to establish mechanisms for coordinating funding of
sorvices to older New Yorkers with a developmental
disability including ensuning coverage of the
additional costs stemming from provision of services
such as supplemental staff assistance,
transportation, or other activities within aging
network services;

+ to assist local Offices for the Aging and OMRDD
district offices or its constituent agencies to develop
arrangements for reimbursement of additional of
aging network services;

’ remnb
N |
<

share technical resources, such as videos, films and

publications, free of charge, with OMRDD and its

district offices;

grovide technical assistance in relevant areas to
MRDD, its district offices and constituent agencies;

engage in advocacy aciivities on behalf of olkder New
Yggmers with a developmental disability;

facilitate the assirmilation of disability agency senior
programs into the local aging network;

enter into cooperative endeavors that would benefit
older New Yorkers with a developmental disability
and their families; and

request the state’s colleges and university-based
centers of aging or gefiatric education centers ‘o
develop intramural and extramural activities related to
aging and developmental disabilites.

OMRDD agrees, only to the extent resources are
available, to:

request OMRDD district offices to enter into a
planning process with the state’s local Offices for the
Aging on spedific service projects;

share technical 1T sources, such as videos, films,
and publications, free of charge, with SOFA and the
state’s local Offices for the Aging;

+ provide technical assistance in relevant areas to
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OFA and the state's local Offices for the Aging; . agree to assume the additional costs of providing
o services within %gmg netvork programs for older

- engage in advocacy activities on behalf ot older New Yorkers with a developmental disability;

New Yorkers with a developmental disability;

_ +  assume the responsibility of recordkeeping and

. enter into cooperative endeavors that would benefit reporting requirements, set by OMRDD, for older

older New Yorkers with a developmental disability New Yorkers in aging network programs and

and their families; services for whom such requirements apply; and
« share information on available funding support to + 0 c:r?erate in cross-training endeavors directed

aging network rngrams specifically or individually toward local programs.

ggr;g’n older New Yorkers with a developmental

isability;

This memorandum of understanding is effective on the 31st day of January, 1990 and shall be in effect
until terminsted by mutus! agreement

Jane Gould Elin M. Howe
Director, State Office for the Ag_in . Commissioner, State Office of Menta,
Retardation & Developmental Disabilities

155
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SAMPLE AGREEMENT BETWEEN AREA AGENCY ON AGING
AND LOCAL OFFICE OF STATE DEVELOPMENTAL DISABILITIES AGENCY

Memorandum of Understanding
Relative 10 Oider New Yorkers With a Developmental Disabllity
Between the Onelda County Office for Aging

and
The Rome Developmental Disabllities Services Office

This agreement is entered into by the Oneida County Office for the Aginﬁ. acting by and through the Director, with
offices at 800 Park Avenue, Oneida County Office Building, Ninth Floor, Utica, New York 13501 and the Rome
Developmental Disabilities Services Office, through the Director, with offices at the Administrative Complex, Rome
DDSO, Box 5§50, Rome, New York 13440.

*Whereas the Rome DDSO is the district agency of - to encourage continued local coordination of planning,
OMRDD, responsible for providing residental and needs identification, and development of services
community services for persons with a developmental between the County OFA and the Rome DDSO
disability in Oneida County, and and/or constituent provider agencies, through the

*Whereas the Oneida County OFA is the du Oneida County Aging and MRDD Coalition;
designated area agency on aging, responsible for - to encourage reciprocity of services from both
implementing and stimulating programs and policies, agencies in planning, coordination, and delivery of
both through the aging network and other state and integrative programs; . )
county agencies, on behalf of all older residents in - to establish mechanisms for sharing of information on
Onei ounty, and funding sources for older persons with a

*Whereas aging network means agencies which developmental disability as well as developing
receive monies administered by the State Office for mechanisms for coordinating funding of services such
the Aging, and ) as supplemental staff assistance, transportation

*Whereas the State, Oneida County, and recent sharing, or other activities and resources as -
federal Older Americans Act amendments recognize appropriate; . .
the increasing number of oider persons with a - to establish mechanisms to cover sefvices reporting
developmental disability, and and case record sharing requirements;

*Whereas older New Yorkers in Oneida County with a - to establish a protocol and mechanism for joint
developmental disability are eligible for aging network confidential case presentations, as appropriate;

services and ) - to assist each oher:g sharing technical information,
*Whereas both agencies agree that the integration of training resources, and providing cross-training to
capable older New Yorkers in Oneida County with a agencies providing services to older persons with a
developniental drsabiliuimn aging network programs developmental disability within both networks;

is feasible and warranted, and - to cooperate on common projects involving grant or
*Whereas the Oneida County OFA and the Rome other external funding that would benefit older
DDSO believe a coordinated multi-agency approach persons. . _
can more effectively meet the needs of older New - to encourage Oneida County's colleges, universities
Yorkers in Oneida County with a developmental and educational systems such as BOCES and local
disability, the Oneida County Office for the Aging and public schools, to address the issues of individuals
the Rome DDSO agree: ] who are aging and MRDD, through curriculum
-to identify the Oneida County Aging and MRDD infusion;

Coalition as the formal inter-agency services - o establish mechanisms for cross advocacy by the
coordination committee to_ ess issues of common two agencies or its constituent provider agencies.
concem, coordinate planning and services to maximize

program o nities as well as to resolve problems; Therefore, the Oneida County Office for the Aging
-1o establish an Advisory Council, consisting of the agrees, and the Rome DDSO agrees, only to the
Rome DDSO Elderly Advisory Committee_and extent resources are available to this Memorandum of
representatives from the Oneida County OFA, who Understanding.

meet at least two times a year to review progress on
the MOU and revise when appropriate;

This Memorandum of Understanding is effective on October 9, 1930 and shall be in effect until terminated bKl
mutual agreement of the local agencies in concert with the Memorandum of Understanding Relative to Oider New
Yorkers With a Developmental Disability, Between the New York State Office for The Aging and the New York
State Office of Mental Retardation and Developmental Disabilities, signed intc effect on the 31st day of January

1990.

Philip Catchpole Theresa Laper
Director Director

Rome Developmental Oneida County Office
Disabilities Services Office for the Aging

foo—
|
o
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SAMPLE FIELD ANNOUNCEMENT REGARDING STATE LEVEL AGREEMENT

MEMORANDUM

TO: Developmental Disabilities Service Office Directors
FROM: Elin M. Howe, Commissioner

DATE: June 20, 1980

RE: Cooperative Services with Local Aging Agencies

On January 31, 1990, Jane Gould, the Director of the State Office for the Agi& éSOFA),
and | signed a memorandum of understanding (MoU) linking the OMRDD with the A. A
copy of the memorandum is attached.

Over the next year, we will be working with SOFA to implement a number of cooperative
arrangements at the state level stemming from this MoU. In addition, as noted by the attached
recently issued Information Memorandum from SOFA, our two agencies have ' 10 have
our local representatives also develop cooperative endeavors and agreements. We have also
agreed to assist local aging agencies in applying for funds under the recently released RFP for
senior day programs. | would certainly encourage you to seek out applicants from the county's
aging network.

At the same time, the SOFA is implementing a two-year seniors with develo tal
disabilities community integration project, funded by a g_rant from the state's Dev ental
Disabilities Planning Council. Representatives from SOFA and OMRDD will be avaiable in
various parts of the state to k with local groupe interested in expanding the service options
for seniors with developmental dicabilities. | would encourage you to work with the inplementa-
tion project and integrate its work into your senior services ram development efforts. As
part of this project, enclosed newly issued "how to" manual, “The Wit to Win. How to
Integrate Persons with Developmental Disabilites into Community Aging Programs," will
be broadly distributed throughout the st»* and used in the training sessions.

With this memorandum, | am asking that you seek out the county offices for the aging in
your district and explore entering into cooperative agreements and program/semces shanng
arrangements modelie< on the attached agreement. | would also ask, It one hasn't alrea
been held in your area, that yois consider working with the SOFA project team to schedule a
training workshop on community integration.

_ Should you wish more information about the MoU, the SOFA community integration
project or its training and workshop activities, or about OMRDD's senior sefvice initiatves
mc_udrgﬁt\!’\_e recent senior day program RFP, glease contact Dr. Matthew Janicki, Director for
Aging ices, at (518) 473- or FAX (518) 473-9695. In addition, should you wish more
copies of the The Wit to Win, please feel free to give Matt a call.

EMHAB
Attachments

cc. Mr. Maul
Ms. Hawes

Dr. Janicki

| Y
o |
~1
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OFFICE OF MENTAL RETARDATION AND
DEVELOPMENTAL DISABILITIES

REQUEST FOR PROPOSALS

SENIOR DAY PROGRAMS

This is to announce the anticipated availability of funding to de senior day programs for older
and elderly individuals with meniai retardation/developmental disabilities.

Please be aware that successful proposals for senior day programs
funded previously by OMRDD had an average per diem of $21.45, were
exempt from current OMRDD certification requirements, made use of
volunteers -- particularly Senjor Companions, admitted both seniors with
developmental disabilites and seniors simiarly functionaly impaired with
latelite disabilities, had some relationship to the community’s other generic
senior programs or services, and generally functioned as demonstrations
of novel program models. In the future, senior day programs funded
under this initiative may be requested to operate under the State Office
for the Aging's social model adult day care standards.

Applicants are advised that per diem rates may not exceed $25day,
including transportation (unless other sources of funds are to bé used),
and that the expected start-up date for the approved projects is October
1, 1990. OMRDD welcomes proposals for full and part-time programs
from agencies within both the developmental disabliities provider system
and the aging network.

In preparing your proposal, we are asking only for that information directly relevant to forecasting the
likelihood that the proposed project will achieve its intended results. The practice of having selection
decisions made at the local level will continue as in the past. In preparing your application, please note
that we are looking for a short project summary (lecs than 200 words) as per the attached sheet and
answers to the following questions for each program area you wish to apply for.

1. Who will you serve?

Piease identify the need and specify the characteristics of the people you will serve as well as the
needs which you will address. Be as specific as possible in describing who you will and will not
include, and why. Include the number of individuals you expect to serve, the capacity of vsur
proposed program, and how you determined that a need exists in your area and will coniinue to exist
beyond the initial number of persons you plan to serve.

2. What results are you committed to achieving?

Piease state the outcomes of the proposed project specifically and in terms of the individuals you will
heip. Be as spacific as possible and address results or the impact of your proposed service, not
activities to be completed. For example, you may wish to place 15 seniors into an adult day care
program, (result), but in order to do so, will need to do outreach to over 200 famlilies or organizations
(activity 10 achieve result). As you specify who will be helped and in what ways, please note that both
the quantity and quality of resuits are important.

LH%
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Senior Day Program Request for Proposals
Page 2

3. What is the service you are offering?

Tell us about the specific product you are offering as a service to specific
individuals. Do not describe the program in general rather, explain: (a) what are
you actually going to do, (b) how and why the service will achieve the results
stated, and (c) any special strengths or features which differentiate your service
from comparable programs available to individuals in this or other areas of the
state.

4. Who is going to do it?

First, tell us something about the lead person for the project. What evidence
(especially from past behavior) suggests that this person has the enthusiasm,
capability, and personal commitments to succeed. Second, tell us something about
other members of the delivery team and the supporting organization. What are the
capabilities of these individuals as they relate to interacting with the individuals you
plan to serve. (At your option, you may include a short resume of the lead
person.)

In general, programs will not be funded without a person specified to direct them. if
this is impossible, however, you must tell us very specifically what kind ot person
you will hire and how you will do so.

5. Tell us how much money you need and how you will spend
it.

Please include a short narrative on your budget plans and then use the attached
form. Note that we are not asking for the traditional detailed budget, but rather a
clear sense of how project costs will be distributed over services provided. In
general, we will favor projects in which the highest proportion of monies can be
shown to add direct value to a service offered an individual. There will be flexibility
within and between categories. Since the focus is on achieving results, we will
encourage shifts in activities that acknowledge changing situations.

Answer these questions on no more than five sheets of paper. Attach the
project summary sheet and budget form provided to your proposal.

This is all that we ask -- note that we do not want: (a) a needs statement, history
of the agency, or philosophy; (b} a detailed workplan; nor (c) letters of support from
community leaders. We are not encouraging or interested in creative writing. Simply
answer the questions in the clearest and most direct manner that you can. Remember,
we are looking for the best results possible, capability to produce these results and the
most reasonable use of funds. More specificity may be required later, but only after we
have talked to you and made tentative selections. While this approach purposely de-
emphasizes the importance of volumes of paper, this should not be mistaken for lack of a
rigorous selection process.

Specifics, including program descriptions, due dates for submission and addresses
to whom to direct your proposal, are available from your local DDSO or the New York
City Regional Office. If you are unaware of whom to contact locally, call (518) 473-7855
for that inrormation.

NYS OMRDD

Bureau of Aging Services
44 Holand

Abany, NY 12229-0001

[y
it |
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Administration on Developmental Disabilities 300 "Eye" Street NE
HHH Building Suite 202
200 Independence Avenue, SW Washington, DC 20002
Washington, DC 20201 202/546-8202
202/245-2890

National Association of Private
Administration on Aging Residential Facilities
US Department of Health & Human Services 4200 Evergreen Lane, Suite 315
330 Independence Avenue, S.W. Annandale, VA 22003
Washington, DC 20201 703/642-6614

202/619-0011
National Association of Area Agencies

American Association of Homes for the Aging on Aging
1129 20th Street, N.W. 1112 16th Street, NW.
Suite 400 Suite 100
Washington, D.C. 20036 Washington, DC 20036
202/296-5960 202/296-8130
American Association of University Affiliated National Association of State Mental
Programs Retardation Program Directors, Inc.
8630 Fenton Street 113 Oronoco Street
Suite 410 Alexandria, VA 22314
Silver Spring, MD 20910 703/683-4202
301/588-8252
National Association of Developmental
American Association on Mental Retardation Disabilities Councils
1719 Kalorama Road, N.W. 1234 Massachusetts Avenue, N.W.
Washington, DC 20009 Suite 103
202/387-1968 Washington, DC 20005
202/347-1234
Association for Retarded Citizens-US
500 East Border Street National Association of State Units on Aging
Arlington, TX 76010 2033 K Street NW
817/261-6003 Suite 304
Washington, DC 20006
Association for Gerontology in 202/785-0707
Higher Education
1001 Connecticut Avenue, N.W. National Council on the Aging
Suite 410 409 Third Street, S.W.
Washington, D.C. 20036-5504 Washington, D.C. 20024
202/429-9277 202/479-1200
Gerontological Society of America National Institute on Aging
1411 K Street, N.W. Building 31, Room 5C 35
Suite 300 Bethesda, MD 20892
Washington, DC 20005 202/496-9265
202/842-1275
United Cerebral Palsy Associations, Inc.
National Association of State Suite 1112
Mental Health Program Directors, Inc. 1522 "K" Street, N.W.
1101 King Street Washington, D.C. 20005
Suite 160 202/842-1266
Alexandria, VA 22314
703/739-9333 World Institute on Disability
510 16th Street
National Association of Protection Oakland, CA 94612
& Advocacy Systems 415/763-4100
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Section 1

State developmental disabilities/aging plans and
planning for an older developmentally disabled
population (Janicki, M.P., Ackerman, L. &
Jacobson, J.W.; Mental Retardation, 1986, 23,
297-301).

Aging... A Shared Experience: Discussion Guide
(available from NYS OMRDD, 44 Holland Avenue,
Albany, NY 12229-0001).

On the Feasibility of Different Pension Support
Systems for New York State Residents with a
Developmental Disability (available from the New
York State Developmerital Disabilities Planning
Council, 155 Washington Avenue, Albany, NY
12210).

Standards for Social Aduft Day Care (available
from the New York State Office for the Aging, Two
Empire State Plaza, Albany, NY 12223-0001).

New Directions for Seniors: Senior Day Program
Demonstrations (available from NYS OMRDD, 44
Holland Avenue, Albany, NY 12229).

Whitehaven: Personal Care Vender Unit and
Community Residence for Seniors (available from
NYS OMRDD, 44 Holland Avenue, Albany, NY
12229).

Sharing Activities: A Report on an Integration
Project between the Oneida County ARC and the
Combhill Senior Center (available from NYS
OMRDD, 44 Holland Avenue, Albany, NY 12229).

When Persons with Developmental Disabilities Age
(videocassaette available from the New York State
Developmental Disabilities Planning Council, 155
Washington Avenue, Albany, NY 12210).

Section 2

Contemporary Issues in the Aging of Persons with
Mental Retardation and other Developmental
Disabilites (M.P. Janicki, M.M. Seltzer, & M.W.
Krauss; a Rehabilitation Research Review available
from the National Rehabilitation Information Center,
8455 Colesville Road, Suite 935, Silver Spring, MD
20910).

Aging and Mental Retardation: Extending the
Continuum (M.M. Seltzer and M.W. Krauss;
available from the American Association on Mental
Retardation, 1719 Kalorama Road, NW,,

Washington, DC 20009).

Glossary of Important Terms, Concepts, and
Resources in the Fieids of Aging and
Developmental Disabilities (available from the
Hunter-Brookdale Center on Aging, 425 East 25th
Street, New York, NY 10010).

"Demography and characioristics of aging and
aged mentally retarded people” (in M. Janicki and
H.M. Wisniewski, eds., Aging and Developmental
Disabilities: Issues and Approaches, Paul H.
Brookes Publishing Company, Baltimore, MD,
1985).

Section 3

An Orientation Manual to the Older Americans Act
(Susan Coombs Ficke; available from the National
Association of State Units on Aging, 2033 K
Street, N.W., Washington, DC 20005).

Section 6

Standards and Guidelines for Adult Day Care
(available from the National Council on the Aging,
409 Third Street, S.W., Washington, DC 20024).

The Second Fifty Years: Promoting Health and
Preventing Disability (available from National
Academy Press, 2101 Constitution Avenue, N.W.,
Washington, DC 20418).

Parents of the Adult Developmentally Disabled
(Meg Gold; available from the Hunter-Brookdale
Center on Aging, 425 East 25th Street, New York,
New York 10010-2590).

Aging and Developmental Disabilities: Challenges
for the 1990s (proceedings of the Boston
Roundtable on Research Issues and Applications
in Aging and Developmental Disabilities; available
from Special Interest Group in Aging, American
Association on Mental Retardation, 1719 Kalorama
Road, N.W., Washington, DC 20009).

Guardianship of Adults (Resource Manual and
Participant's Guide) (available from the Oklahoma
Depariment of Human Services (Sequoyah
Memorial Office Building, P.O. Box 25352,
Oklahoma City, OK 73125).

Retirement Planning for Oider Persons with

Developmental Disabilities (available from the
UMKC Institute for Human Development, 2220
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Holmes Street, 3rd Floor, Kansas City, MO 64108-
2676).

On the Feasibility of Different Pension Support
Systems for New York Slate Residents with a
Developmental Disabilily (available from the New
York State Developmental Disabilities Planning
Council, 155 Washington Avenue, Albany, NY
12210).

The W i> Win: How to Integrate Older Persons
with Developmental Disabilities into Community
Aging Programs, (available from the New York
State Office for the Aging, Agency Building Two,
Empire State Plaza, Albany, New ‘fork 12223-
0001).

Section 8

Persornel for Heaith Needs of the Elderly through
the Year 2020 (available from the National Institute
on Aging, Bethesda, Maryland 20892).

Section 9

Aging and Developmental Disabilities in Rural
America (available from National Resource Center
for Rural Elderly, University of Missouri-Kansas
City, 5100 Rockhill Road, Scofield Hall, Kansas
City, MO 64110-2499).

Aging in America: Implications for Vocational
Rehabilitation and Inde»endent Living (available
from the University of Wisconsin-Stout, Research
and Training Center, Stout Vocational
Rehabilitation Institute, Menomonie, Wi 54751).

Serving Seniors with Severe Disabilities (available
from the Brookdale Center on Aging, Hunter
College, 425 East 25th Street, New York, NY
10010-2590).

An Instructor's Guide to Training Volunteers:
Companion Programs for Older Persens with
Developmental Disabilities and their Non-Disabled
Peers (available from the University of Missouri-
Kansas City, Institute for Human Development,
2220 Holmes Street, Kansas City, MO 64108-
2676).

Standards and Guidelines for Adult Day Care
(available from the National Council on the Aging,
409 Third Street, S.W., Washington, DC 20024).

The National Aduit Day Center Census - 89: A
Descriptive (available from the Institute for
Health & Aging, School of Nursing, University of
California-San Francisco, San Francisco, CA
94143).

Senior Center Standards and Self-Assessment
Workbook: Guidelines for Practice (available from
the National Council on the Aging, 409 Third
Street, S.W., Washington, DC 20024).

How to Start a Respite Service for People with
Alzheimer’'s and Their Families: A Guide for
Community-based Organizations (available from the
Brookdale Canter on Aging of Hunter College, 425
East 25th Street, New York, NY 10011).

Respite Guide: Running a Respite Care Program
in the 1990's (available from the New York State
Office for the Aging, Two Empire State Plaza,
Albany, NY 12223).

Housing Options for Oider Amenicans (available
from the American Association of Retired Persons,
Housing Program, 1809 K Street, NW.,
Washington, DC 20049).

Housing Options Sourcebook for Older New
Yorkers (available from New York State Office for
the Aging, Two Empire State Plaza, Albany, NY
12223-0001).

Your Home: Your Choice: A Workbook for Older
People and their Families (available from the
American Association of Retired Persons, Housing
Program, 1909 K Street, N.W., Washington, DC
20049.)

Home Equity Conversion (available from the New
York State Office for the Aging, Agency Building
Two, Empire State Plaza, Albany, NY 12223-0001).

The Do-able Renewable Home; Making Your
Home Fit Your Needs (available from the American
Association of Retired Persons, 1909 K Street,
N.W., Washington, DC, 20049).



