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DEVELOPMENT/IMPLEMENTATION OF INDEPENDENT LIVING PROGRAMS

OBJECTIVES

1. To present an analysis of model Independent
Living programs.

2. To provide practical information in assist-
ing those professionals who may develop or
implement IL programs.

3. To identify housing alternatives and Federal
programs which provide residential assistance
to severely disabled individuals.

SUMMARY

(1) '"The Environment as a Support System for Independent
Living." Raymond Lifchez, Archives of Physical Medi-
cine Rehabilitation, Vol. 60, October 1979, Reprint
permission granted.

In extended interviews and visits with 150 phy-
sically disabled young adults living independently in Ber-
keley, California, the author studied the environment as
they experienced it and evaluated its accomodation to
their special needs. The environment in this study 1is
considered in physical and psychosocial terms, that is; as
a support system for the multifaceted needs of the whole
person.

The framework for organizing the data was Mayer
Spivak's construct of "archetypal place" in which he
defines 13 fundamental places in terms of the behaviors
they support: shelter, sleep, mate, groom, feed, excrete,
store, territory, play, route, meet, compete, and work.
For purposes of the present work, shelter and mate are dis-
cussed--shelter, because of the clarity of its relationship
between existence and physical form, and mate because of
its more abstract relevance to physical form.

(2) "Independent Living: Choosing From A Variety of Pro-
grams.'" Lex Frieden and Laurel Richards, Disabled
USA, Vol. 2, No. 9, 1979. Reprint permission granted.

Discussed in this article are the three basic
categories of Independent Living programs, each of which
differs significantly from the others, both in breadth of
services and in approach to service delivery.

Included is a presentation of specific character-
istics by which each kind of program can be easily identified.
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Drawing on data compiled by ILRU staff, the authors dis-
cuss the Center for Independent Living (CIL) in Berkeley,
New Options in Houston, and Creative Living in Columbus,
Ohio, as examples of independent living centers, transi-
tional programs, and residential programs, respectively.

(3) "Independent Living: Houston Experience." Lex
Frieden, American Rehabilitation, July-August 1979,
Reprint permission granted.

For disabled individuals, Independent Living
(IL) refers to living in their community, away from cus-
todial institutions, and being responsible for their own
affairs. The IL programs in Houston, Texas, identify
closely with this philosophy, and the programs are imple-
mented as community-based operations which offer a variety
of services.

Cooperative Living, Independent Lifestyles, Free
Lives, Creative Handicaps, and New Options are briefly
described. Costs for services and funding sources for pro-
grams are identified.

Cited in the article, is evidence for program
success. Out of the 80 participants in the New Options
program, more than half are now attending school or have
secured employment.

For IL programs to continue to be successful,
housing, attendant care, and transportation services must
be offered, and funding obtained for those services.
Without these additional services, IL may well be "just a
dream'" for thousands of severely disabled persons who are
capable of community living and/or employment.

(4) "Attendant Care as a Prototype Independent Living

Service." Gerben De Jong, Archives of Phgsical Medi-
cine Rehabilitation, Vol. 60, October 1 . eprint
permission granted.

Of all the services and programs associated with
the movement for independent living, attendant care has
particular symbolic significance for the movemeni's adher-
ents. Because it is a self-directed service, attendant
care can be contrasted with home health services which
are directed by professionals and agencies. This article
demonstrates how attendant care mirrors key independent
living values and concepts, partially by evaluating the
provisions of attendant care services under titles XIX
and XX of the Social Security Act. An analysis is made
of how selected states have used titles XIX and XX authority
to make self-directed attendant care services available.
Consideration is also given to how selected eligibility
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criteria for titles XIX and XX create serious work disin-
centives that compromise the independent living goals
implicit in self-directed attendant care services. Fund-
ing prospects and their effect are on the future of atten-
dant care also are discussed.

(5) "A 'How To' Checklist." The BCIL Re%ort, Regional
Medical Rehabilitation Research an raining Center,
No. 7, Boston, 1977. Reprint permission granted.

Dr. Frederick Fay, Tufts/New England Medical
Center, Research and Training Director, presents a list
of considerations for developing an Independent Living pro-
gram. This checklist is derived from the BCIL experience,
but offers information which may be adaptable to any situ-
ation.

Although this checklist pertains to initial pro-
gram development, it may also be useful for those whose
program has just newly begun. Decision-making on areas cen-
tral to an IL program's success is emphasized, and may
serve to encourage the maintenance of services already in
action.

(6) "Integration Components, Training Components, Inde-
pendent Living Rehabilitation Services." Elmer
Bartels, Independent Living Rehabilitation Plan,
Boston, 1979. Reprint permission granted.

Section II, III, and IV of this manual describe
the organizational structure of the Massachusetts Rehabili-
tation Commission, and its intent to become more respon-
sive to the needs of the disabled population in this
state.

In compliance with the perceived intent of the
legislation PL 95-602, these sections address the follow-
ing areas:

-eligibility criteria
-funding mechanisms
-extended evaluation
-independent living goals
-follow-up services
-training methods

-descriptions of local IL centers and services
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This article provides practical information which details
the account of an organization's efforts to develop cost-
effective, high quality Independent Living services.

(7) "Introduction, Management, Summary.'" Fay et al.,
The BCIL Report. Regional Medical Rehabilitation
Research and Training Center, No. T, Tufts/

New England Medical Center. Boston, Massachusetts,
1977. Reprint permission granted.

In the years to come, the BCIL Report may well
be regarded as a classic in Independent Living research.
The report offers a definitive analysis of a center's
first three years of operation. As a primary emphasis, it
attempts to provide a guide and perspective to those who
may wish to replicate its efforts.

For a nominal fee, the reader is referred to the
"BCIL Report Appendix'" for a lengthy examination of the
various functions of the center. Important aspects of
these functions include the following:

-center's by-laws

-articles of incorporation

-medical contracts

-rehabilitation commission contracts
-staff job descriptions

-goals and objectives

-program evaluation information and results

Selected selections from this report review the fiscal
goals of the organization, management strategies, funding
sources utilized, and staffing considerations. BCIL has
succeeded in involving consumers in the day to day manage-
ment of the organization. And it has provided a cost-
effective alternative to long-term institutional care for
the severely disabled.

(8) An Independent Living Program: Origins, Development,
and Community Involvement. Unpublished paper, Melanie
Tillmanns, February 1980.

Ms. Tillmanns provides an historical description
of the Worcester Area Transitional Housing, Inc. (W.A.T.H.)
program in Worcester, Massachusetts. Three facets of the
program are analyzed for their philosophical and practical
applications. These areas concern origins and development,
priorities and methods for developing inter-agency relations
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and community resources, and philosophical bases of the
operation.

W.A.T.H. operates on the belief that Independent
Living is a right and a responsibility of the community
and its members as a whole, and not just from the support
of one agency. With this in mind, the following areas have
been highlighted in this paper:

-funding sources available for staff, partici-
pants, and services

-financial assistance for transitional and
permanent housing

-methods of cooperation with other community
services and service-agencies

-assessment and training techniques used to
identify potential employees to local employers

The W.A.T.H. program seeks to maintain and enhance the
spectrum of IL services available to the participants, as

their lifestyles, health, and/or community support systems
change.

(9) Report, Vol. 5, No. 5, September/October 1979. Insert.

Reprint permission granted.

This pamphlet deals with accessibility-related
issues relevant for the disabled, and rehabilitation pro-
fessionals who work with severely disabled individuals.
Offered in this material is an overview of federal regula-
tions, accessibility designs, and publications.

One outstanding feature concerns the description
of "Barriers, the Access Game," an awareness tool which
highlights the environmental difficulties that persons in
wheelchairs encounter, such as narrow doorways and curbs
without proper curb cuts. This game 1is available for use

from Message Management Consultants in Indianapolis, Indi-
ana.

(10) "Choosing An Independent Lifestyle: Housing Alterna-

tives for Severely Handicapped Persons." Rehabilitation

Brief, Vol. 1, No. 5, May 25, 1978. 1Insert.
Rehabilitation Brief taks a look at housing and
how it is provided for at various colleges, residential
centers, and Independent Living programs. It is advised
that every community should offer opportunities for dis-

abled persons to move from a nursing home into an IL situation.
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Results of experiments in alternative housing
projects are reviewed. Support was offered for the
enhancement of vocational potential through Independent
Living. Of the 40 residents in Houston's Cooperative Liv-
ing Project, none had jobs before entering the project,
but 20 members located full or part-time work after
entering the project.

Another notable benefit was observed in the
relative cost-effectiveness of housing programs. Monthly
living costs were found to be significantly lower as com-
pared with nursing home care or private residence with
attendant care. It is recommended that community-based
IL programs continue to be developed, and that various
housing alternatives be offered to severely disabled
individuals.

(11) HUD Programs That Can Be Used For The Disabled.
Office of Independent Living for the Disabled,
Washington, D.C., 1979. Insert.

The disabled, as a special user group, can bene-
fit from many of HUD programs because these programs are
targeted at low and moderate income people, of which the
disabled make up a substantial component. It is well
known that housing without supportive services is not suf-
ficient to meet the needs of many disabled. Therefore, it
becomes necessary to determine some mechanism(s) whereby
an appropriate matching of housing and services may be
assured.

All efforts must not be concentrated on one pro-
gram such as Section 8 Rental Assistance. There are sev-
eral programs listed which could, with some creative think-

.

ing, be utilized in the best interests of the disabled.

(12) '"Developing Alternative Living Arrangements and The
Residents Revisited.'" Chapter 8, Jean Cole and David
Stock, Cooperative Living, Texas Institute for Reha-
bilitation and Research, Houston, Texas, 1977.
Reprint permission granted.

The Cooperative Living Program was conducted as
a three year Research and Demonstration Project which was
funded by the Rehabilitation Services Administration and
several other grants. The progran provided for a resi-
dential facility for severely physically disabled, non-
retarded, young adults. In Chapter 8, the authors outline
Strategies for developing and implementing housing alterna-
tives for participants. The following factors are examined
as they pertain to a housing situation:

15




-Structure

-relationship to the larger community
-services

-management

-soclal system

-funding sources

Cooperative Living recognizes that the needs of
the physically disabled individual varies greatly, depend-
ing upon such factors as degree of mobility, age, and
traits of personality. A satisfactory housing situation
for those persons must accomodate individual needs, so
that he/she can function comfortably at his/her own level
of independence and functioning.

(13) "A Small Group Independent Living Experiment for
the Physically Handicapped," Don Rice, Human Factors,
Vol. 20, No. 3, Baltimore, Maryland, June 1978
Reprint permission granted.

This article describes one attempt to provide
low cost, wheelchair accessible housing, a project which
shows promise for continuing economic and social Success.
The Independent Living residence, known as MiCasa SuCasa
in San Diego, California, accomodates a variety of severe
disabilities. Facility design, regulations, policies,
and residential selection and considerations are outlined
for the reader. Problem areas are defined, and alterna-
tives and/or solutions are presented. It is stressed that
for an individual to function successfully in the center,
that he be knowledgeable about his disability, capable of
directing daily activities, and motivated toward living as
productive a life as possible.

(14) "Cooperative Living" Manual, Chapter 9. Jean Cole and
David Stock.

The follow-up studies from the Cooperative Living
program are summarized and analyzed in Chapter 9. Out of
the 36 individuals reported in the study, 17 are now
engaged in full or part-time employment. Of the 19 persons
not presently employed, 13 are attending college or are
involved in vocational training. Two individuals are

receiving medical attention, and 4 persons are in the process

of revising their goals.

Assistance from Vocational Rehabilitation in pro-
viding vocational services resulted in a decrease of their
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éupport from fifteen persons to seven now sponsored at
time of follow-up. Only 24 persons, out of an original
37, are receiving social service benefits.

These findings appear to present a convincing
argument for continuing to meet the needs of the severely
disabled through the provision of IL programs. Programs
such as Cooperative Living offer hope, as well as voca-
tional and personal opportunities, for those who have been
denied access to participation in their community.
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The Environment as a Support System for
Independent Living

Raymond Lifchez, MA

ABSTRACT. Lifchez R: Environment as support
system for independent living. Arch Phys Med Rehabil
60: 467-476, 1979.

e In extended interviews and visits with 150 physical-
ly disabled young adults living independently in
Berkeley, CA, the author studied the environment as
they experienced it and evaluated its accommodation
to their special needs. The environment in this study
is considered in physical and psychosocial terms, that
is, as a support system for the multifaceted needs of
the whole person. The framework for organizing the
data was Mayer Spivak's construct of “archetypal
place” in which he defines 13 fundamental places
in terms of the behaviors they support: shelter, sleep,
mate, groom, feed, excrete, store, territory, play,
route, meet, compete, and work. For purposes of the
present work, shelter and mate are discussed--shelter,
because of the clarity of its relationship between exist-
ence and physical form, and mate because of its more
abstract relevance to physical form.

Until recently, accessibility of the physical environ-
ment to handicupped persons has been at most a pe-
ripheral matter in the practice and teaching of architec-
ture. Environments have been designed primarily with
able-bodied persons in mind and the consequences of

this narrow point of view confront us today: the en-
vironment is largely inaccessible and few, if any, design
methods recognize the needs of the handicapped user.
Recently, however, federal legislation and the active
role taken by handicapped persons have resuited in a
growing awareness of these needs among architects and
architectural educators. A climate of great concern
and some confusion has resulted.

Generally, in their efforts to solve the problems of
accessibility, architects and educators (as well as recent
literature on barrier-free design) have placed undue
emphasis on dimensions and abstract performance
criteria. But such emphasis only transforms handi-
capped persons into objects, for example, into wheel-

From the Department of Architecture, University of Cali-
fornia, Berkeley.

This article is adapted from the book Design for Independ-
ent Living: Environment and Physically Disabled People by
Raymond Lifchez and Barbara Winslow, New York and
London, The Whitney Library of Design and the Architectural
Press Inc, 1979,

This work was supported by a grant from the Wallace
Alexander Gerbode Foundation, San Francisco, and the
Center for Independent Living, Inc, Berkeley,

Accepted for publication July 31, 1979,
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chairs with specific measurable requirements. These are
important criteria, but only as adjuncts to broader
questions about life as a handicapped person in a world
constructed for the able-bodied. Understanding these
issues requires knowledge and empathy on the part of
designers and handicapped clients, as well as a willing-
ness to learn about the range of disabilities and their
environmental consequences.

For several years the author and his colleagues have
been working to understand the needs of disabled
individuals within the environment. Rather than
focusing on the activities that are unique to people
with severe disabilities, we have studied the wide range
of everyday activities common to all people. Through
extended interviews and visits with 150 disabled indi-
viduals living in Berkeley, we have sought to learn how
they experience the physical environment and how
they modify it in order to live in noninstitutional
settings in the society at large.

From among the many disabled individuals inter-
viewed, 7 were designated as key informants, and they
are quoted by name in this article. They are a diverse
group in terms of personality and lifestyle. This is not
surprising since disabled people are more like a cross-
section of our population than a homogeneous minor-
ity. The key informants are alike in at least 1 major re-
spect, however, in that they are all actively pursuing
and accomplishing personal goals.

Our study examined the environment at 3 levels:
the intimate, the dwelling, and the community. This
framework allowed us to draw some distinctions be-
tween the types of supports disabled people require
at each level and to better understand the kinds of
interactions that occur there. The intimate environ-
ment might include the disabled person and his bed or
wheelchair or the disabled person in some of his inter-
actions with his attendants. The dwelling environment
might include the actual place of residence or places
within the community that serve residential functions-
the place of work, education, or ongoing contacts for
social, or political, or recreation activities. The com-
munity environment includes both the physical en-
vironment of the community—the extent to which it
is accessible, for example—and the services and sup-
ports it provides to the disabled population. This 3rd
scale is especially noted as the environment in which
the disabled person is least likely to effect permanent
changes suitable to personal needs.

Commonly, people who are disabled, ill or poor
exist in a restricted environment at all levels. The scope
of their community may be limited due to lack of
transportation and inaccessible buildings. Personal and
intimate environments are likely to be affected as well,
and the occupants often lack the money and power
necessary to achieve desired changes.

Since behavior exists in an environmental context,
the fullest kind of human existence is impossible in a
severely restricted environment. Mayer Spivak! has
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given us an important and useful concept for evaluating
the environment in these psychosocial terms. His
concept of archetvpal place links together the human
experience with the environment of that experience:

When. . . people live in environments restricted to a
severely limited range of settings in which to carry out
all the behavior that constitutes the human repertoire,
their ability to function as individuals and family
groups, and the intcgrity and quality of their society
may be impaired. People fail to maintain deep lasting
interpersonal relationships, they may suffer in their
ability to work, provide or eat food, to sleep in deep
renewing comfort, play. raise children, explore and
protect territory, to meet with their peers, and make
decisions which control the shape and quality of life.
Each of the foregoing functions, and others, are associ-
ated with thirteen characteristic settings in the physical
environment, with the rooms and furniture which
focus and support behavior patterns in specific and
appropriate ways. Such settings. taken together in their
smallest irreducible group, are archetypal places.

In our study, we found Spivak’s view useful in assur-
ing that there would be breadth to our inquiry that was
compatible with our search. Therefore we chose the
concept of archetypal places as an organizing schema.

Spivak’s system (fig) permits a great number of
environmental needs to be organized under a relatively
small number of basic human requirements, so that the
former can be seen as nuances of the latter. Thus, for
example, the need for security, in its many forms, can
be discussed under the more general rubric of “shelter”:
in this way the breadth of requiiements the residential
environment must meet in order to adequately satisfy
this basic need can be indicated.

Of Spivak’s 13 archetypal places shelter and mate
present 2 very different sets of issues. Shelter is so
commonplace a need that it is here we normally focus
our attention in achieving an accessible environment
and it is here that some of the most interesting innova-
tions are made which tune personal space to meet
personal needs. Mate, on the other hand, is a difficult
concept because able-bodied people do not usually
think of physically disabled people as sexual beings.
This misunderstanding or stereotyping has had negative
repercussions on the way physically disabled persons
see themselves. Therefore, it was important to us to
present to others the whole-bodied perspective of those
who have physical disabilities.

SHELTER

Shelter can be broadly viewed as a place of retreat;
a place to escape from aggression, stimulation, threat,
social contact, and the elements; a place for nesting
activities. The behavioral needs that are met by shelter
are for physical comfort and for security. These needs
exist on a continuum from the intimate to the com-
munity level and must be satisfied on each level.

The Developmental Implications

An important aspect of growing up and developing
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selecting a small corner rather than a whole room as
the setting for their play. As they grow older, this need
is expressed by building forts and treehouses, digging
caves, and fiercely protecting “‘my property.” Adole-

a full set of environmental expectations is the evolu-
tion of a concept of personal shelter. From infancy
children begin to seek a ‘“‘shelter,” first by crawling
into and under things, hiding in small places, and

THE TOTAL SET OF BEHAVIORALLY DEFINED ARCHETYPAL PLACES

GENERALLY RELATED LIFE CYCLE STAGES

A B c

INFANCY: Reflex CHILDHOOD: Gain  ADOLESCENCE:
control; orlenta- motor, social, Forge Identity;
tion; communicate  verbal, intellec- establish peer
with siblings and tual, emotional group regulations;
parents. competence. social/sexual
exploration.

TASKS

D E F G

COURTING-MAT- REPRODUCTION, MIDDLE LIFE Care  AGING MATURITY:
ING: Group with CHILD CARE: Nest-  of aging parenls Maintain identity,
peers; pair-bond; ing/nurturing: re-emphasis on contact, health;
obtain sexual symbiosis; worldly atais accent care by
privacy socialization. redefine indentity  others, mortality.

1 SHELTER Elemantal protection; protection for nesting activities, retreat from
stimulation, aggression, threat, social contact; emotional recuperation,

2 SLEEP Neurophysiological processes; recuperation, rest; reduced stimulation;
labor and birth, postnatal care of mother and child; death.

3 MATE Courting rituals; pair-bonding; copulation; affectionate behavior,
communication.

4 GROOM Washing; mutual grooming.

5 FEED Eating, slaking thirst; communication; soclial gathering; feeding others.

6 EXCRETE Excreting; territorial marking.

7 STORE Hiding of food and other property; storage; hoarding.

8 TERRITORY Spying; contemplation; meditating; planning; waiting; territorial
sentry; defending; observing

9 PLAY Motor satisfactions; role testing; rule breaking; fantasy, exercise;
creation; discovery, dominance testing; synthesis.

10 ROUTE Perimeter checking; territorial confirmation; motor satisfactions;
social and community control

11 MEET Communication; dominance testing; governing; education, worship
socialization; meditation, cosmic awe; maral concerns,

12 COMPETE Agonistic ritual; dominance testing; ecological competition; inter-species
defense; intra-species defense and aggression; mating; chauvinistic confhict.

13 WORK Hunting; gathering; earning; building; making.

A 1 Protection from elemental extremes; explore dwelling. A:2 Recognize
bed; learn daily rhythms. A:3 XX A:4 Lose fear of wet face, sudden tem-
perature change; regular grooming as primary contact ritual. A:5 Regulate
feeding satisfactions. A:6 Discover excretion as separate from self; associate
with setting and time. A:7 Acquire confidence in food abundance. A:8 Identify
bed as primary secure place. A'9 Explore close environment; develop manipu-
lative, cognitive skills. A:10 Route connects parts of shelter structures,
provides orientation & change; motor satisfaction. A:11 XX A:12 Master
frustration in competition w/siblings for attention & toys. A:13 (See A:9).

1 Differentiate subsettings; retreat from overstimulation, threat; emotional

recuperation. B:2 Associate bed w/fatigue; learn volitional control of sleep;
illness and recuperation. B:3 XX B:4 Learn to bathe, dress oneself. B:5 Co-
ordinate feeding tools; communication; differentiate food from symbiotic
source in mother. B:6 Autonomously control excretion. B:7 Learn to prepare
food. B:B Establish play “turfs”; orient to neighborhood; play protect territory
from lookout; plan, wait. B:9 Role modeling; inlei3ct w/peers; fantasy,
exercise, exorcism, creation, discovery, dominance testing. B:10 Enlarge route
maps; differentiate settings, provide social encounters; learn safe wandering
limits. B:11 Regular play/meeting rituals & plares; :l.Lu.ate tunctions;
dominance testing. B:12 Cames; fight; agoni:tic ritual; ‘'ominanc. testing
B:13 Acquire intellectual, motor skills.

c 1 Find alternate private shelter: auto, attic, stairwell. C:2 XX C:3 Meet
w/opposite sex in private, public settings; obtain sexual privacy anywhere:
autos, barns, etc. C:4 Groom for mating encounters. C:5 Communicate w/peers
over food & drink. C:6 Privacy in excretion. C.7 XX C:8 Expand territory into
intellectual domains, job. C:9 Learn autonomous hobbies. C:10 Provides social
contact w/opposite sex. C:11 Meet v speers, both sexes; establish new rituals.
C:12 Sexual display: cars, sports, clothes (see C:3). C:13 Refine work skills.

1 Find new sheiter. D:2 Share bed w/mate. D:3 Select mate; achieve

couple privacy. D:4 XX D:5 Share food w/mate; increase food abundance.
D:6 XX D:7 Enlarge larder for tamily. D:B8 Expand territory to include mate.
D:9 (see D:12). D:10 Maintain community of contacts. D:11 Meet w/couples.
D:12 Personal display; ecological, mating competition. D:13 Apply skilis to-
ward life support.

E 1, Expand shelter for offspring (see E:5). E:2 Maintain sexual privacy

against invasion by new young family. £33 XX E:4 XX E:5 Increase
abundance; feed family; gather, communicate w/family. E:6 XX E:7 Increase
capacity & variety of food. E:B8 Expand territory to include young & check
frequently. E:9 XX E:10 XX E:1l1 Expand functions, contacts; governing, edu-
cating, mystical awe. E:12 Display in common values; conspicuous consump-
tion. E:13 Improve capacities, performance.

F 1 Shelter contracts as youny leave. F:2 through F:7 XX F:8 Territorial
needs contract as young l¢ave shelter. F:9 through F:13 XX

G 1 Maintain location or adjust to imposed change; adapt surroundings to
needs. G:2 More time in bed, sleep less; possible confinement, compres-
sion of world to bedside. G:3 Adjust sexuality to changing libido; possible
illness or loss of mate (see G.2). G:4 Possible inability to care for self. G:5
Arrange special diet; reduction of taste, smell spectra. G:6 Possibly require
aid and equipment; lowered mobility may reduce functional dependability.
G:7 Possibly require assistance gathering & preparing food. G:8 Passive ob-
servation of archetypal activities performed by others. G:9 New leisure activi-
ties to fit changing capacities. G:10 Reduction in home range scale; fear of
exposure to attack. G:11 Need for contact w/& support from peers. G:12
Pmpable withdrawal from competition/defeat Ly young; defensive, evasive
postures. G:13 Less active roles w/in tormer context; fend off retirement.

Spivak’s schema of architypal places. (From Spivak M: Architypal places. Architectural Forum, October, 1973.
Reproduced with permission of The Whitney Library of Design.)
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470 ENVIRONMENT AS IL SUPPORT SYSTEM, Lifchez

scents express their developing independence by
seeking an alternative shelter; the car or van, the attic
or basement room, the distant city to which one runs
away in fantasy or reality are substitutes for the
rejected shelter offered by and tied to the family.
Ultimately, leaving the family home to live alone or
with a mate is a cultural signal of independence;
it is a sign of being “grown up” and assuming the rights
and responsibilities of adulthood.

Each of these maturational experiences is laden with
symbolism. Both in the mind of the maturing child and
in the eyes of the world, the gradual development of
independence is tied to the expression of a separate
shelter. Confidence in the ability to “do it myself” is
built by gradual successes in the effort to make a place
of one’s own; personal as well as geographic boundaries
are developed by the possession of a space whose ac-
cess can be controlled by the individual.

Those who are disabled from early childhood often
miss or only partially experience these activities. They
may be so “sheltered” by concerned parents that there
is no need or opportunity for them to develop a con-
cept of shelters of their own. Playing outdoors without
attendance is almost impossible in a wheelchair. Those
classic child-made environments, forts, are generally
inaccessible, and treehouses are hopelessly out of
reach. The severely disabled child, under the best of
circumstances, may be excluded from the play with
others which creates shelters. Alone, the effort re-
quired, the difficulty of handling materials, and the
need for assistance are enough to overwhelm most
efforts.

Shelter is often viewed by the disabled child as the
protection and comfort that is provided by others. He
is likely to view himself as having little influence on his
surroundings; adaptations and changes are made by
others. Because the spaces he occupies are rarely his
own, the disabled child often lacks privacy. There are
no places in which to hide, no retreats from everyone.
Mary Ann recalls her childhood as a time of always
being protected and sheltered, looked in on and cared
for. Confined to a wheelchair that she could not move
herself, Mary Ann could never retreat. The expressions
of distress so common to the escaping child—slamming
the door, hiding behind the furniture, locking youself
in your room—were not available to Mary Ann.

Adolescence is usually a time of testing. Many small
separations are undertaken in preparation for the larger
separation to come. Among able-bodied people, resolu-
tion of the endless and inevitable conflicts of this age
is often reached by separation. The adolescent finds
alternate places with an identity that belongs to him
and perhaps his peers. The room is only 1 alternative
among many. Teenagers frequently choose to be absent
from the home to find alternative environments. For
some disabled teenagers their room may begin to serve
this function. One young disabled woman describes

her room as her “home base.” She spends all her time

there surrounded by her own things, maintaining her
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privacy by escaping into continuous schoolwork, an
escape acceptable to both herself and her parents.
However, there are inevitable difficulties in changing
the image of a room that has functioned as a symbol of
unity with the family into one that symbolizes inde-
pendence. These problems are heightened if the room
must also serve as the scene for family assistance in
moving about, transferring, bathing, and so on.

As adults, most people have the experience of select-
ing, acquiring, modifying, and occupying a home or
shelter of some form. This home is important not only
for all the practical functions of shelter that it serves
but also as a symbol of self in Clare Cooper’s? terms,
an image of its occupant that is constant in his own
eyes and in those of the community. For the disabled
individual there has been little opportunity historically
to create this symbol. Houses or institutions were
selected, built, and adapted to meet the needs of care-
takers. With increasing numbers of independent dis-
abled people, however, the situation is changing.

Numerous severely disabled Berkeley residents own
or occupy homes alone or with others and find it
rewarding. John takes an active role in planning and
controlling his personal environment and relates this to
good health, building self-confidence and discovering

himself.
Conflicts sometimes arise from the necessity for

environmental ‘“‘appendages,” whichi assure access
to a home but also declare the disahility of the occu-
pant to the world. Carmen’s house has 2 large and
essential ramps to permit wheelchairs to travel from
the house to the garden and from the garden to the
street; both ramps are disguised as part of the garden
itself, invisible from the street. The reasons are both
practical: the police recommend locating ramps where
they will not call attention to the increased vulnerabil-
ity of the occupants; and psychological, Carmen wants
the house to look as normal as other houses in the
neighborhood. Ramps do not fit the image of normalcy.

The problem of selecting, adapting, and occupying a
house of one’s own is further complicated for the
individual who has been disabled from birth or early
childhood. Lack of experience in controlling the sur-
roundings, either directly or by directing assistants,
presents major difficulties for home seekers who are
newly independent individuals armed only with a brief
experience at a rehabilitation center or with no experi-
ence outside of the family home or convalescent
hospital. They must deal with an unfamiliar and com-
plex set of realities in their search for shelter. Housing
must be found that is accessible. Too often a lack of
understanding of all aspects of accessibility, such as
room and door sizes, counter heights, or turning
radiuses, prevents even essential needs from being met.

Finding and adapting acceptable housing that inte-
grates with the network of community associations and
services and that provides security and elemental pro-
tection can offer psychologically rewarding experiences
on both the personal and interpersonal levels.
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The Intimate Environment

The most intimate forms of shelter occur within the
personal-space bubble. Clothing and protective devices,
such as umbrellas or sunglusses, offer both elemental
protection and some shelter from psychological in-
vasion. For disabled people, these devices are supple-
mented by prosthetic devices and equipment. The
wheelchair is so closely related to its occupant that it
extends both the physical and psychological space
occupied by the individual. While it provides a pro-
tective metal shell in the material sense, it also makes
the occupant more visibly distinct and psychologically
accessible to those who do not see disabled persons as
people with the saume rights to privacy as others.

The basic needs at a personal scale are related to
physical and emotional security. The immediate sur-
roundings of most disabled individuals include a variety
of devices—manual, mechanical, and electrical—that en-
able them to meet their basic needs. Varying in nature
from catheters and legbags through wheelchairs and
mechanical beds to electric door openers and voice-
responsive phones, these devices cooperate with
the person’s.existing abilities and furnish the assistance
he requires to make possible an independent life. If
these devices fail, many disabled people are liter-
ally helpless. Late-night wheelchair breakdowns have
left many stranded on the street, immobile and vulner-
able.

Electrical failures can both immobilize electric
wheelchairs and deactivate voice-responsive telephones.
The most minor accident, such as dropping the slide-
board used for transferring, can isolate a disabled
person in a situation that he is unable to leave. Physical
security at the personal scale implies the need for back-
up systems for any electric or mechanical device that
can fail. This need is frequently met by the presence
of other people who can assist in emergencies. The
preference for living in close proximity to others,
particularly able-bodied individuals, is 1 response to
this need. Being dependent on attendants or machinery
and being helpless for those hours of the night when
there is no one around to help decreases feelings of
security. A fear of Mary Ann, who has a disabled
roommate, is “You think about being alone at night,
thinking that if something happens at night, you can't
get yourself out of bed, like in a fire or something.”

Physical security for the disabled person can mean
more dependence on elemental control than it does for
the able-bodied person. Spinal-cord injury frequently
affects the metabolsim; the body is less able to adjust
to temperature change and may be unable to sweat.
The usual responses of exercising to warm up and of
sweating to cool down are not available, so comfort
is possible only when the temperature is within a re-
stricted range. Tom’s room is always kept in the upper
seventies (20-30C); his windows are not open on even
the hottest days, due partially to the great difficulty of
opening the windows without assistance. Lennis can

frequently be found sitting in the full sun, often wear-
ing a sweater and a slight sunburn. For him, a concern
in choosing a place to live is that the windows should
face south or west so that he can sit in the sunshine.
For individuals with metabolic dysfunction, it is essen-
tial to provide a heating system that permits each
individual to control the temperature and ventilation
of the space he occupies.

Other disorders, such as muitiple sclerosis, tend to
reduce the body tolerance for heat; comfort may be
possible only in spaces that are cool and breezy. Two
male informants, both afflicted with multiple sclerosis,
have chosen apartments with large windows that can be
fully opened. They prefer natural air currents to the
chill of air conditioning.

For individuals with temperature sensitivity, a major
requirement is flexibility and the opportunity to per-
sonally control comfort. Responses to this need vary
from being prepared with extra sweaters and jackets
kept within easy reach and carried on all excursions, to
keeping the body constantly supplied with liquids (a
water bottle or glass and straw are permanently affixed
to many wheelchairs), to restricting the selection of
sapces in which to live and work to those with access-
ible and flexible temperature-control systems.

The need for elemental protection is often increased
by various factors related to disabilitv. Asked about
how she deals with the elements, Mary Ann responded,
“I hate them all. Rain makes your wheels and brakes
slip, and it’s hard for cars to see you. Cold makes your
circulation poor.” In Berkeley, the weather is usually
mild, there is never snow, temperatures are moderate,
and rains are confined to a few months of the year.
A common approach to elemental protection here
tends to be passivity. When the weather is inclement,
activities that necessitate going outdoors are simply
postponed.

Lennis, who describes himself as a “flexible survival-
ist,” says, “I deal with the problem by ‘contingency
planning.’” For instance, if [ need to miss a class, I make
sure I have all the books and there is someone there
who will take notes for me. I just have to switch gears,
not let the situation bring me to a grinding halt.”

Other souls can be seen in the midst of rainstorms in
a wide assortment of protective coverings. Hoods,
capes that cover the back of the chair and keep the seat
as well as the driver dry, and umbrellas that are fitted
into special slots on the back of the chair are common.
During the rainy seasons, two of our informants de-
scribed *“devices I would most like to see invented” as a
hood similar to that on a baby carriage, which would
fold away but was always there when needed, and a
“golf cart-type cover, a canopy which would keep the
whole chair dry.”

John finds the elements a pleasing aspect of the
environment. “Berkeley is an accepting place. It has
places of power. The bay is like open arms to fog,
ocean, the elements. I see more people enjoying the
rain here than in other places.”
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Security from the threat of physical harm by others
is a constant concern for many wheelchair occupants.
They feel that the chair itself is an advertisement of
their vulnerability and inability to resist attack, and
many regard themselves as “moving targets” for purse
snatchers and muggers. A less obvious threat is posed
by the unconscious fears and hostilities many people
have toward disabled people. While typical street
violence may be avoided by careful selection of times
and routes, the danger of unpredictable violent assault
by an individual who feels threatened by disabled
people can inhibit making potentially rewarding con-
tact. '

Peter stresses that while security is an important
consideration, and one that he is constantly aware of:

Danger is just a part of it all; part of being disabled is
accepting that a lot of things are going to be harder,
more time consuming, less safe. Most of us are very
accustomed to being in some form of danger. We are
susceptible to infections, injury, and so on; but you
can’t let that get in the way of leading your life. So, you
just accept the danger, and if you want to do something
enough, you do it.

One can never be certain about security from attack.

Most disabled people are extremely careful in their
planning to avoid areas that have a dangerous reputa-
tion, time periods during which streets are likely to be
deserted, situations in which they are likely to be
isolated with an unknown individual. The desire to
avoid difficult situations, however, may result in spend-
ing more time at home than is actually desired.

The Dwelling Environment

The dwelling provides the primary shelter; it offers
a retreat from all hostile forces and provides comfort.
For most disabled individuals the dwelling is the only
environment in which a real sense of both physical
and emotional security is possible. The importance
of direct control of the surroundings is a critical
element in this feeling. The home of the disabled
person is generally more specifically adapted to the
needs of the individual than that of an able-bodied
person.

The dwelling must serve as a sure ‘“‘escape route”
from threatening situations. This implies ramps to
entries that are easily maneuvered, no barriers like
curbs at streetside, and door hardware that is workable.
Handles with lever-type action, keys on extenders, ade-
quate space for wheelchair manipulation to open and
close door, good lighting, and accessible doorbells are
some common adaptations. Special devices such as
intercom locking devices controlled from the bed are
also in use.

Once indoors, the dwelling must offer security from
invasion. Locks must be effective and easily operated.
Many of the best locks in terms of security are depend-
ent upon small-muscle control for their operation;
large-scale versions which are more manageable or
different designs are preferable. One informant noted:
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When I go out, I lock everything—every window, When
I come buack it’s really hot, but it’s better than being
ripped oft. I'm not as worried about being ripped off in
this place. *cause while this place is accessible, I really go
to great pains to sec that it doesn’t happen;and atter
I've done all I can, if it happens, it happens, and well,
I am insured and I do have my stuff marked with my
name. I am usually out with ;omeone, but if I'm around
at home, 1 will keep my doors locked if I'm not expect-
ing anybody. And the whole thing behind that is that
I have taken a self-defensc course, and 1 would give
somebody a pretty good battle. I'm most vulnerable
when I am lying down, it's sort of like someone pulled
the plug on me. But it’s not one of those things that I
can just sit around and worry about all the time.

Windows that permit the occupant to see the visitor
before admitting him are important. They must be low
enough to be used from a wheelchair and located so
that the chair can be moved into an effective viewing
position. For those who are restricted to a single room,
a voice-activated entry communications and access
system may be desirable.

To find an effective balance between security and
social isolation is a problem for those who need to
spend long periods of time in bed and cannot leave the
bed without assistance. Admitting visitors personally is
impossible. Various approaches are taken. Peter often
leaves his door open; visitors and attendants come and
go freely, and he counts on the constant flow of a
number of people through his liome to provide security.
His apartment is located in a builiing in which neigh-
bors can hear any disturbance, which supports this
approach, as does his decision to share his apartment
with another active disabled man, who also bringsin a
steady stream of visitors into the space.

Carmen handles this issue by sharing the space with
a number of able-bodied people who can respond to
visitors. Regular callers are given keys and the doors are
open during active hours. Mary Ann and her roommate
solve the problem by giving keys to attendants and
other frequent visitors. They schedule all other visits in
advance so they are prepared to greet the guest. Due to
the high attendant turnover and the dangers inherent in
having distributed many keys, this approach requires
periodic lock changes.

The security problems posed by the necessity of hir-
ing attendants and providing them with access before
their reliability has been proven is a constant worry for
disabled people. Attendants are often hired from
among the ‘“‘street people.” Most are conscientious,
reliable, concerned, and value working with people.
However, others are untrained, irresponsible, or simply
out to take advantage of an easy victim. Stories are
told about homes robbed after attendants were hired,
given keys, and then never seen again. Screening pro-
grams and referral systems attempt to control this
problem, but the undeniable vulnerability of those
who are dependent on assistance is a continuing
problem that even the security of the dwelling cannot
overcome.
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A sense of security is sometimes enhanced by the
presence of a telephone, another means of communi-
cating with people. This link with help, however, is not
always reliable, particularly when it cannot be easily
or quietly employed. Lennis described an uncomfort-
able situation in which he heard someone in the next
room at about 3 o’clock in the morning. It turned out
to be his attendant, but Lennis had some uneasy mo-
ments; he hesitated to use his phone line to call for help
because when it is activated, anyone in the next room
can hear the operator come on the line. When asked if
he would feel more secure if there were a lock on the
door between the bedroom and living room and on the
door between the bedroom and bath, he answered that
if he started putting so much hardware on the doors,
there was the danger of being locked in. He felt
security was, to a large extent, within his own head.

Too often such concerns as effective security or
adequate protection from the elements while entering
or departing a dwelling must be relegated to the status
of “luxury items.” Merely finding a building with an
accessible entrance and adequate space in the interior
poses monumental problems. Gary has experienced
many difficulties simply finding minimally acceptable
housing.

Most apartments, particularly in the newer buildings, are

cramped. There’s just not enough room to move around.

The biggest hassle has been hallways and making turns in

hallways. This place that I'm living in now, the hallways

are relatively wide in comparison to the other 2 places

that I lived in. I guess that’s the first thing; basically, if

you can find an apartment that is in an older building,
like this, you've got half a chance. If you’re going to be
moving in with another crip, you’d best get 2 bedrooms,
particularly if there are 2 electrics; otherwise it’s just
too cramped. As far as closet space and stuff like that,
this is the Ist apartment where I could even get near

the closets. . . .

We'd looked at 3 or 4 places, and we said, well, okay,

this place is still cramped, but we can do it. For almost

a year we did it. And for me, I guess, I'm in a better

position to try out things like that, because I'm not,

say, a quad or someone who has limited use of their
hands. I have good use of my hands and arms, and
considering that you develop all kinds of weird-ass
ways to get in and out of doorways. I mean, 1 can
remember times when I would use my head to help
myself get out of a doorway if I had to put some
extra push on the chair. I would get myself up against
the chair and try to push myself out of the door,
and maybe one end would go and the other end would
get stuck, so maybe I would have to use another portion

of my body to either open the door or something like

that. When you’re in a cramped environment, you learn

to use everything you've got, and that can be anything

from 1 extra finger that you didn’t think you’d have to

use to using your leg to kick something.

Shelter has strong psychological overtones. As well
as offering security and access, it must provide the
symbols of comfort. Returning to the hearth is more
than a literary cliche’, the presence of a visible heat
source like a fireplace or a sunny, protected patio is an
important element in the concept of dwelling. Heatihg
systems that offer even and controlled temperatures
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are important for the maintenance of physical comfort.
Heat sources that offer varying degrees of warrhth and
the opportunity to adjust to the source are emotionally
important. Any heating system to be used in the homes
of the disabled person should be designed to be easily
operated with minimal muscle control. In addition,
surfaces that can become hot and cause burns must
carry visual warnings as some disabilities destroy those
sensations that warn of burns or other injury.

In extreme climates, metabolic problems may tend
to confine some people to the home unless temperature-
controlled access to transportation is available. Shelter-
ed access to the garage or a heated garage may be a
necessity rather than a luxury. A sheltered front entry
is important for those who require time to operate
locks and opening devices, and nonskid surfaces on
outdoor paving may be necessary for those who do go
out in rainstorms.

The Community Environment

At the community level, one of the most important
aspects of shelter is its environmental messages. A town
like Berkeley, which has demonstrated its concern for
the welfare of the disabled population with visible acts
such as curb cuts, timed stop lights, and ramps, sends
a message to disabled inhabitants and visitors that
clearly says, “You are welcome here; tiiis place offers
shelter and concern.” The physical environment was
frequently the 1st subject mentioned by the inform-
ants in discussing Berkeley. It induced an immediate
sense of security for many upon their arrival. “If they
care enough to make things physically -accessible,
which was never true anywhere else I lived, then
probably they will also be more accepting of me
personally.”

Berkeley also offers shelter for a wide range of
public and semipublic activities. Most restaurants are
accessible and have come to function as common
gathering places in which one can find shelter from the
elements and social companionship. While the private
homes of the vast majority of the population cannot
be entered, such public facilities play a particularly im-
portant role in social interactions among able-bodied
and disabled people. They provide both an arena in
which to meet and a ground upon which the 2 popu-
lations can participate equally.

MATE

The rituals of mating include courting, pair bonding,
expressions of affection, communication, sexual ex-
pression, and child care. The formation of intimate
relationships and the expression of the feelings gener-
ated in these relationships are an important dimension
in the lives of disabled people.

Perhaps the most important aspect of mating or
courtship is the validation it offers of a person’s worth
and the meaning it often appears to impart to life. A
paraplegic man says, “Being disabled, I feel alienated.
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[ want to be—I like to feel I'm still sexually attractive,
seductive. How can I be appealing if I'm still in a chair?
I’'ve come to realize life has to offer something more
than sex. I'm now searching for that meaning. 1 want
to feel alive.”

The Developmental Implications

Children pattern their play and their plans for the
future after the behavior of the adults around them.
One of the most important aspects of this patterning
is the concept of family, of ultimate marriage and
possibly having children, as an expression of adulthood.
This process is as important in the development of most
disabled children as it is in the lives of their able-bodied
peers. They grow up as part of a family, and their ex-
pectations for the future may include the development
of their own family. While this may be accepted within
the families of disabled people, who see them as
whole persons, it is frequently a difficult idea for
outsiders to grasp. For some disabled children, there
is a false expectation that they will remain a “child,”
cared for by the same family group through adulthood.
A few anticipate institutionalization.

Major problems for many disabled people occur as
a result of society’s unwillingness to view them as
sexual beings and potential mates. Institutions tradi-
tionally treat them as children, separating the sexes and
regarding expressions of affection as a perversion or
inappropriate behavior that must be discouraged.
Troubled by this negative image, the disabled person
must also deal with the cultural images that associate
sexuality with physical perfection and beauty. As Tom
says: “I see myself as having sexual potential, as having
marriage potential, but if you took 12 women off the
street and lined them up to look at me, I wonder what
they would see?”

One effect of this prejudice can be seen in the con-
tinuing efforts of the informants to change attitudes.
As Peter says, “If there’s a little kid on the street and
he asks, ‘What's wrong with you?’ there is a certain
responsibility to educate him in disability. The answer
must be calm and direct and honest. You are always
sort of a representative, and you can influence his
attitudes in later life.”

In Berkeley, some change in attitudes can already be
seen. John says:

Before I came to Berkeley I had carcer potential and
I've realized it. Berkeley told me I had sexual potential
as well, which means that in some way the community
must recognize it. Carcer potential is always there, but
before coming here I was confronted by an attitude
toward me of my being asexual. It goes along with the
stereotype. The best sex comes from the best looking
people! Righteous turn-on! Rehabilitation center turn-
on! People see a disabled person least of all as an ideal
society member. It is only since coming to Berkeley
that I can sce myself as a person important to socicty.

Developing reasonable expectations of the self and
finding potential lovers are difficult tasks for all ad-
olescents. The teenager who has been disabled from
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birth must throw off a lifetime of societal assumptions
as well as battle thie physical difficulties of making
contact. Newly disabled people must reassess their
own value system, which had awarded points for
beauty and athletic prowess. Peter uses the term
physicalism to describe the value structure that must
be overcome; like racism and sexism, it is often particu-
larly important in relationships between the sexes.

The Intimate Environment

Privacy is essential for the development of close
open relationships and for sexual expression. The prob-
lems of working things out so that it is possible for a
relationship to begin, develop, and possibly become
intimate are particularly difficult when environmental
barriers close other doors to you. Tom describes his
frustration in pursuing relationships that seem to show
promise:

I used to live in a Ist-floor apartment with David. The
woman upstairs and [ were very close. We spent a lot of
time together, but there was no elevator so I never saw
her apartment, and 1 had a roommate so we were never
alone. There was just nowhere to go. Maybe it wouldn’t
have worked out anyway, but it never had a chance.

The adolescent years for disabled people can be
particularly difficult in this respect. Most teenagers are
in pushchairs and are dependent upon the aid of
parents or friends to move around. Making acquaint-
ances under these conditions is difficult. pursuing them
impossible. The acquisition of an electric wheelchair
can radically change the life of a person who has rarely
had any real privacy: it offers the opportunity to go
somewhere alone, to make one's own choices, to con-
trol one’s mobility. Once involved in a relationship, it
can permit a relatively equal status among partners for
even the severely disabled. When both partners can
move about independently “taking care of themselves,”
there is less necessity for the more able-bodied partner
to assume a caretaker role. One Berkeley woman who
is slightly disabled herself recently returned from a
vacation with a more severely disabled friend. From
her unique viewpoint on “both sides of the fence,”
she expressed her understanding of the difficulties of
sustaining a relationship complicated by disability:
“If you're the person causing the problem, you feel
responsible. It can complicate relationships. In some
ways, our vacation was a hassle just keeping from be-
coming upset or making him feel like a burden; yet |
had one of the better times of my life just because of
who I was with.”

The issuc of dependency in a marital or romantic
involvement is a serious problem for many disabled
people; even in situations in which the disabled partner
has led a fairly independent life prior to involvement
there is a constant danger of falling into patterns
that lead to dependency. Tom, divorced after 8 years
of marriage, is now amazed by the extent to which he
had become dependent with no understanding of the
destructive effects it was having on his relationship
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with his wife. A *‘strong quad,” Tom now does every-
thing for himself; he cleans, cooks, drives, works,
bathes, and writes without assistance. When he needs
help with tasks requiring special dexterity, he hires
someone to perform them. Yet, during his marriage,
his ability to “take care of himself” was so eroded
that his wife’s most serious concern when she left
was that he would be completely incapable of manag-
ing the simplest tasks alone.

The major factor in the development of this

dependence was a failure to adapt the environment to.

his needs.

It just didn’t seem necessary. She drove the car, and as

long as I was a passenger and had some help we managed.

She did most of the cooking and so forth. It was easier

for her and we couldn’t change things casily. If she

helped me get dressed and pushed me to the bus stop,
we could both sleep longer,

The importance of organizing the environment so
that each disabled person can meet his needs without
burdening a relationship cannot be stressed enough.
Attendants who have become emotionally involved
with their employers universally emphasize the impor-
tance of terminating the professional relationship if
they wish to maintain the emotional one. The intensity
of physically caring for someone has a dual character;
it leads to the development of attractions and closeness
and then destroys the same closeness when the caretak-
ing is a necessity, neither a free choice made from love,
nor a job which can be completed and left, both
physically and emotionally.

Carmen says, “You should never make a lover out
of an attendant. It's true about the mystery—familiarity
does breed contempt. On the other hand, it is good to
have as a lover someone who has been an attendant to
someone else. They understand.” When an attendant
does become a lover, however, the role must be rede-
fined.

The Dwelling Environment

The homes of disabled people are often the homes
of a family—houses containing children, friends, pets,
and mates, in addition to the disabled indivjdual. There
has been a prevailing tendency for designers to view
disabled people as isolated from social contacts and
associations. When disabled people are regarded as
members of a family, a tendency remains to treat them
as a special case, providing them with a specially
equipped sick room. A space is provided near the
kitchen so the homemaker can also function as a care-
taker. The rest of the family lives upstairs and lives
apart.

While this pattern is not appropriate for anyone
who is truly regarded as a family member, it is still a
spatial necessity in many homes. Two-story houses
make up a large part of the residential stock of this
country, and the upper half is usually inaccessible to
the disabled person. When a family member becomes
disabled, and the existing home has no accessible

private space, arrangements are often made that are
difficult for everyone. In 1 cuase, the dining room is
the only possible place for a disabled young man. His
room functions, however, as a corridor to the kitchen,
denying him any real privacy. Furthermore, it cannot
be closed off completely from the living room and
lacks a full bathroom. He is in the unfortunate position
of both feeling guilty for the inconvenience of his
presence and resenting the lack of any real comfort.
The likelihood of a member of uny family suffering
a temporary or permanent disability is high, and should
be considered in planning any home.

For the many disabled individuals who do lead
active sex lives, both the environment and the personal
support system must be arranged to make lovemaking
comfortable and convenient, Often, there are compli-
cations of prosthetic devices and transferring, which
require the aid of a skilled attendant. Carmen, describ-
ing the problems she finds in lovemaking, says:

Most men don’t know how to get past the wheelchair,
and I don’t know how to get past the iron maiden my-
self. Making love with me is a real trapeze act—the first
time is uncomfortable, a little frightening. A lot has to
do with bladder problems and my catheter. And there’s
the time thing: you can’t just jump up, tuke a shower,
and douche, and be done. You need 2ll those other
hands. By the time you've taken care of | night, you're
into the next.

Mary Ann commented on the added complications
when the relationship involves 2 disabled people in
wheelchairs, Like many other facts of life for the dis-
abled, lovemaking cannot be totally spontaneous. *“You
have your plan when you want to go to bed; it can be
worked out. It can be any kind of situation when 2
people become interested in each other. It might be
2 disabled people with an attendant.” Arranging
a bedroom space so that it permits sexual relationships
to take place with whatever assistance is required, and
with privacy as well, is essential.

The Community Environment

The tendency to view disabled people as leading
rather isolated existences, or at least relating primarily
to other disabled individuals, is reflected at the com-
munity level in seating arrangements for disabled
people that ignore the presence of a partner. One
young woman, frustrated by attending numerous
movies and concerts separated from her date, pro-
posed a folding seat for the side of her wheelchair
which would permit her date to sit close at hand. “As
it is,” she says, “when [ go out with someone, we are
so separated by the chair that he never even gets to
put his arm around me. There is no easy sort of pro-
gression,”

When a couple who are both in wheelchairs are on
the sidewalks, a different spatial problem occurs. Two
chairs are frequently too wide to travel side by side and
when they follow each other, communication is im-
possible. The most comfortable position for talking
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appears to be side by side, but facing in opposite di-
rections—an arrangement that also tends to block side-
walks unless a widened area is provided.

The community also tends to express its reluctance
to accept disabled people as sexual individuals in the
design and operation of hospitals and care facilities.
Rooms are rarely provided that have space for a mate
to visit for even temporary stays. Beds tend to be
single, and privacy is often limited. “For the patients’
protection,” bedrooms can rarely be locked from
within. Such “don’t touch” messages sent by the
environment are reinforced by policy.

CONCLUSION

In reading about archetypal places from the point of
view of those with physical disabilities, one must not
only focus on information, one must also read be-
tween the lines. For the individual environment to work
well—that is, the dwelling, work place, communal space
and so on—there must be a much broader context to
support these settings. For the dwelling or workplace
to be truly accessible the town or community must
have a critical mass of physically disabled residents, a
cohort, who recognize and support their connected-
ness. Out of this connectedness comes, at the 1 ex-
treme, the small, discrete acts between people who
understand one another—neighboring, sharing, even
friendship—because they share experiences in life and
the goal of independent living. On the other extreme,
there is the awesome potential for political activism,
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which if need be can ensure the rights and privileges
of those with physical disabilities.

Out of this critical mass, networks are formed in
response to the individual's and the collective needs.
Legal assistance, medical and attendant care referrals,
equipment service, transportation, housing, jobs,
recreation and other social services are tailor-made to
work within the town and to be highly responsive to
the special neeas of those with physical disabilities.
Like pioneers in a new territory. the physically dis-
abled often discover their connectedness and collective
vitality in building these critical networks which will
be major supports in each person’s effort to live inde-
pendently.

[t is, therefore, only within a broad context of
social supports and life opportunities that the physical
environment per se is truly a setting for independent
living.
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FOR PEOPLE WHO ARE not familiar
with the concept of independent living
programs for severely disabled people,
the imprecise vocabulary that surrounds
these programs and services can be
confusing. As is usual with new con-
cepts, widespread acceptance of new
terminology develops slowly.

The problem does not lie with the
general concept of independent living.
That is fairly easy to explain: Given ap-
propriate support services, information
and skills, and accessible environments,
severely disabled people can participate
in all aspects of life. The problem comes
when we try to distinguish between dif-
ferent kinds of programs which provide
independent living services

Programs frequently referred to as in-
dependent living centers can vary
tremendously in the breadth of services,
and have little in common except ser-
vices to severely disabled clients. Three
well-known programs come to mind:
The Center for Independent Living (CIL)
in Berkeley; New Options in Houston;
and Creative Living in Columbus, Ohio.
Although each of these are referred to
as centers, they could scarcely be more
different.
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For instance, CIL does not pravide
housing or attendant care to its clients,
but instead concentrates on coor-
dinating community resources.

New Options is transitional, which
means that it focuses on providing its
clients with opportunities to learn and
practice skills which facilitate their ability
to live independently.

Creative Living is a residential
program, set in a specially designed
apartment complex, in which clients
share attendant services and trans-
portation.

Moreover, CIL is not a live-in
program; the other two are. New Op-
tions does not provide services to in-
dividual participants for more than six
weeks; the other two do. Creative Living
does not provide formalized peer
counseling; the other two do.

The question arises, then, what is an
independent living center, or more tell-
ingly, what is not an independent living
center? Are there any bases on which to
compare and categorize all the
programs providing independent living
services?

To answer these questions, the
Rehabilitation Services Administration of
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HEW has sponsored the Independent
Living Research Utilization (ILRU) pro-
ject at The Institute for Rehabilitation
and Research (TIRR) in Houston, to un-
dertake the major task of developing a
glossary of terms for independent living.

Six features, by which programs pro-
viding independent living services can
be compared and categorized, were
identified. They are: Service setting, ser-
vice delivery method, service delivery
style, vocational emphasis, goal orienta-
tion, and disability type served.

Each of these features denotes a con-
tinuum or dimension within which
programs may vary. The service setling
may range from residential to non-
residential; the service delivery method
may range from direct to indirect, or a
combination of both; the service delivery
style may range from non-handi-
capped to consumer; the vocational
emphasis may range from primary to in-
cidental; the goal orientation may range
from transitional to ongoing; and the
disability type served may range from
single to many.

By comparing programs along these
dimensions, one can distinguish the dif-
ferences between many programs
designed to facilitate independent living.
Also, it is possible to reliably identify
several basic types of programs.

Conceptually, independent living
program is the most broadly defined
term relating to organizations working
with disabled individuals who wish to
live independently. What kinds of
features an independent living program
has will depend on the needs of the
clients served, the availability of existing
community resources, the physical and
social make-up of the community, and
the goals of the program itself.
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To be cxact, an independent living
program is a community-based
program which has substantial con-
sumer involvement and provides direct-
ly, or coordinates indirectly through
referral, those services necessary to as-
sist severely disabled people to increase
self-determination and to minimize un-
necessary dependence on others.

Services that must be provided or
coordinated by an independent living
program are housing, attendant care,
readers and/or interpreters, and infor-
mation about goods and services rele-
vant to independent living.

Other services that are provided or
coordinated by independent living
programs include transportation, peer
counseling, advocacy or political action,
independent living skills training, equip-
ment maintenance and repair, and
social-recreational services.

It should be noted that custodial care
facilities and primary medical care
facilities are specifically excluded from
the definition of an independent living
program.

If one cares to discriminate further,
three different types of programs with
specific purposes have been identified.
They are independent living centers, in-
dependent living transitional programs,
and independent living residential
programs.

An independent living center is a
community-based, nonprofit, non-
residential program which is controlled
by the disabled consumers it serves. In
addition to services already noted as
part of an independent living program,
an independent living center also pro-
motes community awareness and bar-
rier removal programs.

The CIL in Berkeley is perhaps the
foremost example of an independent liv-
ing center. The CIL was probably the
first disabled consumer-operated ser-
vice organization established in the
United States. From the beginning, it
was geared toward making support ser-
vices in the community available to dis-
abled individuals.

CIL is not a residential program, but a
multifaceted program of referral ser-
vices, support services, and research
and advocacy projects directed toward
removing architectural and attitudinal
barriers existing in the community.

The goal of the CIL is total integration
of people with severe disabilities into
community life by minimizing those
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aspects of a person's disability that
become handicaps.

To do this, CIL provides various kinds
of counseling programs, independent
living skills training programs, and
vocational rehabilitation services.
Whenever possible, existing community
services are used, and CIL refers many
people to agencies and organizations
that provide such independent living
services as vocational counseling,
vocational rehabilitation and training,
and financial support.

The central philosophy of CIL is that
disabled people can be actively con-
tributing members of society, and that
they themselves should be the ones who
control their lives. To achieve the goals
of an independent lifestyle with self-
determination, CIL has worked to in-
volve disabled people in all aspects of
the program.

CIL was founded and is operated by
disabled people, and the counseling
and instruction of participants is con-
ducted by disabled staff members.
Through political and legal advocacy,
the Center also works to remove
architectural and legislative barriers to
the complete and active participation of
disabled people in society.

Unlike an independent living center in
some ways and very much the same in
others is an independent living tran-

sitional program, which facilitates the
movement of severely disabled people
from comparatively dependent living
situations to comparatively independent
living situations.

The primary service provided by
these programs is skills training in such
areas as attendant management, finan-
cial management, consumer affairs,
mobility, educational-vocational oppor-
tunities, medical needs, living arrange-
ments, social skills, time management,
sexuality, and other areas. Transitional
programs are usually goal-oriented and
time-linked.

The New Options program at TIRR in
Houston is an example of an indepen-
dent living transitional project. It is
designed to foster independence
among severely physically disabled
persons, enabling them to become a
part of their community.

Begun in 1976, the program consists
of a six-week cycle of instructional
modules that emphasize the skills
needed to live and work with a mini-
mum of assistance. New Options is a
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residential program that is structured to
provide information and first-hand ex-
periences which enable participants to
acquire necessary independent living
skills in a short period of time.

Because it is a dormitory-style setting
with a non-professional attendant staff,
living at New Options for six weeks is a
new experience for many of the partici-
pants who have known only family help
or a professional nursing staff.

The goals of the program include the
establishment of an independent living
situation which includes working with
personal care assistants, involvement in
educational opportunities, active par-
ticipation in the community, and the
enhancement of personal, physical, and
functional skills. ;

New Options also has an extensive
independent living research program
which traces the influence of the
program on ex-participants. This way,
modules can be created or modified to
better train disabled individuals to par-
ticipate in the community as contributing
citizens.
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EXPERIENCE

Independent living means par-
ticipating in day-to-day life and
making decisions that lead to self de-
termination. For disabled people, this
implies living in the community,
away from custodial institutions, and
being responsible for one’s own af-
fairs.

This style of independent living
may be facilitated by community
based programs which provide serv-
ices like attendant care, transporta-
tion, peer counseling, equipment
maintenance, and information about
other services.

In Houston, a variety of independ-
ent living programs have evolved to
assist severely physically disabled
people. The first of these was the Co-
operative Living Residential Project,
which operated from 1972 through
1975.

Cooperative Living

Organized by a group of severely
physically disabled people who were
former patients of the Texas Institute
for Rehabilitation and Research,
(TIRR), Cooperative Living demon-
strated the benefits of sharing services
required to support independent liv-
ing. Housed in a barrier-free
dormitory-style building near
downtown Houston, the Cooperative
Living residents hired and managed
their own attendants, arranged for
their own transportation on a shared
basis, and generally practiced the
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skills required in order to live inde-
pendently. Most of the 40 people who
lived in the project in its 3 years of
operation as an RSA-funded research
and demonstration project began
working or going to school while they
lived there. The average number of
residents at any time was 12.

Most people graduated from the
Cooperative Living program in about
15 months and moved to more inde-
pendent living arrangements in the
community. Many of them chose to
continue sharing support services and
formed their own corporations to pro-
vide independent living services.
These organizations, like Independent

- Lifestyles, Free Lives, and CLASP

(Cluster Living and Shared Provid-
ers), exist in Houston today as inde-
pendent entities.

Independent Lifestyles

Independent Lifestyles, Inc. pro-
vides supportive services for 23 se-
verely physically disabled persons
who live at Banyan Townhomes, a
group of condominiums developed
and financed by the residents them-
selves. Attendant care is available on
a 24-hour basis. Each resident pays
for his or her own attendant care ac-
cording to the number of hours of
service subscribed to each month. The
average monthly charge for attendant
care ranges from $175 to $230.

Independent Lifestyles has an of-
fice where attendants activities are

coordinated through the use of an ac-
tivity board. The activity board has
the residents listed with their apart-
ment number and a code by which the
attendants know what is needed each
day for each resident, such as dress-
ing, preparing a meal, turning and
transferring, personal hygiene, and so
on. Each resident is responsible for
making sure that each service he or
she requires is recorded on the activ-
ity board.

Transportation to and from neces-
sary activities is provided by the proj-
ect from 7 a.m. to 6 p.m., Monday
through Friday, in a specially
equipped van. Transportation charges
average $85 per month.

Independent Lifestyles is recog-
nized by the Texas Rehabilitation
Commission as an approved vendor of
services. The project is directed by a
board elected from the residents
themselves. Financial support for the
program comes from charges to resi-
dents, which are below the actual cost
of providing the service, and from
contributions.

Free Lives

Free Lives is a cluster of 11 se-
verely disabled persons who live in
the same wing of the 292-unit Inde-
pendence Hall, an FHA 236 project
for handicapped and elderly people.
Each resident has his or her own bar-
rier free apartment and subscribes to a
cooperative attendant service. Routine
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physical care activities are scheduled
by the residents, and the 12 person
staff is managed by a chief attendant.
Cafeteria service is available in the
complex, although some residents
prefer to use their own kitchens for
preparing meals.

Transportation is provided on a
prescheduled basis by the apartment
sponsors, Houston Goodwill. Service
charges are based on mileage. The
City of Houston also operates an ac-
cessible dial-a-ride service which
serves Independence Hall. Apartment
rent ranges for $97.50 to $172 per
month, depending on the resident’s
ability to pay. Attendant services are
$260 per month. Some resident’s
services are subsidized by the Texas
Rehabilitation Commission and
Goodwill. Free Lives has an elected
grievance council and a resident ad-
ministrator who interact with the at-
tendant manager and the project man-
agement.

Creative Handicaps

Creative Handicaps is a voluntary
organization of disabled and nondisa-
bled people which sponsors an inde-
pendent living service program. The
project is located at Willow Woods
Apartments in Southwest Houston. In
contrast to Banyan Townhomes and
Independence Hall, Willow Woods is
an ordinary apartment complex where
most tenants are able bodied. Twenty
units in the complex have been
adapted to be relatively barrier-free.

Creative Handicaps coordinates at-
tendant care and transportation for 29
severely disabled persons. Residents
pay $220 per month for attendant
care. Some residents receive
Medicaid benefits which help pay
their attendant care expenses.

Although some residents are eli-
gible for Section 8 rent subsidy from
the Houston Housing Authority, the
apartment owners have discontinued

Section 8 agreements. Monthly rent at
Willow Woods is $325 for a two
bedroom apartment.

Transportation is available via
Houston’s Pick Me Up service for
disabled people on an advance reser-
vation basis at $1 per trip, or on a
limited, no cost basis from Creative
Handicaps.

New Options

The original Cooperative Living
project actually evolved into an inde-
pendent living skills training program
called New Options. New Options is a
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6-week, live-in program supported by
the Rehabilitation Services Adminis-
tration, the Rehabilitation and Train-
ing Center 4 at TIRR, and the Texas
Rehabilitation Commission. The pro-
gram presents certain information,
skill training, and experiences in an
effort to facilitate the behavioral
adaptation and personal adjustment of
people to severe physical disabilities.
It is composed of three primary ele-
ments: a residential support system;
individual counseling and consulta-
tion; and training, practice, and in-
formation modules. The residential
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support system includes attendant,
food, and transportation services. In-
dividual counseling and consultation
at New Options is provided primarily
by full time professional staff. Coun-
seling is directed toward solving spe-
cific, individual problems, identifying
needs, and developing future plans.

The key element of New Options is
the training module. Presently there
are 11 such modules that focus on
such subjects as financial manage-
ment, consumer affairs, living ar-
rangements, functional skills, mobil-
ity, sexuality, homemaking skills,
vocational-educational opportunities,
medical needs, and social skills.

Active disabled people who serve
as role models are employed to lead
the modules. Each module generally
meets once a week for 2 to 4 hours. A
number of educational techniques,
mostly of an experiential nature, are
used in the modules to transmit in-
formation. Field trips are used exten-
sively to provide opportunities for
participants to observe various situa-
tions first hand. Considerable free
time is programed into the schedule
so that participants may explore the
community on their own, practice ac-
tivities individually, or complete per-
sonal agendas.

Eighty people have participated in
the New Options program thus far.
Most of them were living in nursing
homes or with their parents before
they entered the program. Only a few
had tried to work or go to school.
Now, almost half of the former par-
ticipants are living more independ-
ently than they were before, and more
than half are working or going to
school. '

New Initiatives

In spite of these progressive pro-
grams, the greatest barriers to inde-
pendent living by severely disabled
people in the Houston area are the
lack of comprehensive community-
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Products of the Coalition for Barrier Free
Living are not limited to printed materials but
include projects like the planned Independent
Living Center.

based service programs and the ab-
sence of sufficient numbers of
barrier-free living units. The Coali-
tion for Barrier Free Living (CBFL),
a local diabled rights advocacy or-
ganization, is presently attempting to
alleviate these problems by en-
couraging and assisting in the de-
velopment of new programs in the
arecas of transportation, attendant
care, job placement, housing, barrier
removal, and information sharing.
CBFL recently proposed that the
City of Houston Community De-
velopment Division build a center for
the handicapped. The project was
awarded a $3 million grant from the
U.S. Department of Housing and
Urban Development. Plans call for
this center to be managed by a board
composed primarily of disabled
people appointed by the CBFL. The
facility will house a completely ac-
cessible gymnasium and swimming
pool, a specially adapted auditorium,
equipment repair areas, meeting
rooms, classrooms, and office space.
Services offered through the center
will include attendant referral and
training, financial and legal advo-
cacy, peer counseling, housing
locating and modification, transpor-
tation information and referral, public

education programs, and others. All
of these services should enhance the
feasibility of independent living by
severely disabled people in Houston.

Conclusions

Several interesting conclusions may
be drawn from the Houston experi-
ence. First, there is no doubt that well
conceived and well managed service
programs can provide the support re-
quired for most severely disabled
people to live independently. Also, it
appears as if a broad range of inde-
pendent living services must be pro-
vided in order for a program to be
really effective and to meet the needs
of people with varying degrees of se-
vere disability. In addition, programs
must be flexible enough to evolve
over time as the environment and the
needs of the disabled community
change. Furthermore, programs
should be planned and managed with
substantial involvement of disabled
people throughout the process in
order to maintain self-determination,
Finally, programs need to be commu-
nity based and comparatively
noninstitutional to avoid paternalism
and to encourage integration.

Today, as a result of independent
living programs, many severely dis-
abled people are living independent
and productive lives. However, the
need for more programs providing
attendant care, transportation, and
housing in a coordinated fashion is
critical. Without these additional pro-
grams and the funding needed to sup-
port them, independent living will
remain only a dream for thousands of
people confined to nursing homes or
living with their parents because there
are no sui}able alternatives.

Mr. Frieden is New Options Research
Director, Research Director, The In-
stitute for Rehabilitation and Research
(TIRR) Houston.
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Attendant Care as a Prototype Independent
Living Service

Gerben DeJong, MPA, MSW, Teg Wenker, MEd

ABSTRACT. DeJong G, Wenker T: Attendant care as
prototype independent living service. Arch Phys Med
Rehabil 60: 477-482, 1979,

* Of all the services and programs associated with the
movement for independent living, attendant care has
particular symbolic significance for the movement’s ad-
herents. Because it is a self-directed service, attendant
care can be contrasted with home health services which
are directed by professionals and agencies. This article
demonstrates how attendant care mirrors key inde-
pendent living values and concepts, partially by evaluat-
ing the provisions of attendant care services under
titles XIX and XX of the Social Security Act. An anal-
ysis is made of how selected states have used titles
XIX and XX authority to make self-directed attendant
care services available. Consideration is also given to
how selected eligibility criteria for titles XIX and XX
create serious work disincentives that compromise the
independent living goals implicit in self-directed attend-
ant care services. Funding prospects and their effect
are on the future of attendant care also are discussed.

Attendant care is one of the services most closely
associated with the movement for independent living,
especially for severely physically disabled persons, for
whom it is most essential. The self-directed nature of
attendant care services has made attendant care a
model independent living service.

Simple as it is, attendant care is not a well under-
stood service. The provision of attendant care services
cuts across at least 3 major sectors of the human
services system—health care, income assistance, and
social services. To understand how a relatively straight-
forward setvice such as attendant care is now (or
should be) provided sometimes requires the perspective
of a human services renaissance person. Such a global
perspective is rare these days when proliferating cate-
gorical grant programs and the like confine most of us
to our own niche in the system.

One purpose of this article is to cut through the be-
wildering complexity surrounding the public funding
of the attendant care services. The article does so by
first considering the simple elements that make up the
attendant care model, which is contrasted with the
home health model. Home health services are an alter-
native source of in-home services for persons with
severe physical disabilities. Our intent in contrasting
attendant care and home health services is to demon.
strate how the attendant care model reflects key values
and concepts espoused by the movement for inde-
pendent living. However, the attendant care model
seldom exists in its purest form. The public provision

of attendant care services makes it necessary to
accommodate the model to the requirements of major
funding sources such as title XIX (Medicaid) and title
XX (Social Services) of the Social Security Act.

This article also examines how states have used
titles XIX and XX to provide attendant care. Compro-
mises in the independent living goals of the attendant
care model, caused by the employment disincentives
arising from the criteria used to determine eligibility
for income and medical assistance benefits, are ana-
lyzed. We conclude by observing some of the trends
that are likely to shape the future of attendant care.

DEFINITION

Attendant care services are those tasks performed
by an attendant when assisting a severely disabled per-
son in bathing, dressing, grooming, toilet care, and
other activities of daily living. If needed, an attendant
also helps with meal preparation, food shopping,
and household chores. The cost of attendant care
varies from minimum wage to $5 to $6/hour. The need
for an attendant varies from about 2 to 6 or more
hours/day depending on the severity of the person’s
disability. An attendant is recruited, hired, trained,
supervised, and if necessary, fired by the disabled
consumer. The provision of care is directed by the
consumer, not the provider. This is the distinguishing
feature of the attendant care model.

NEED

From time to time, the Social Security Administra-
tion, the National Center for Health Statistics and
various university-based research organizations have
conducted surveys on the incidence and prevalence
of disability. These surveys! indicate that about 1.1%
of all working-age adults and about 6.5% percent of all
elderly need some assistance from another person with
personal care. Given the age distribution of the popula-
tion in 1977, we estimate that about 2.9 million adult
Americans need such assistance.
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According to a study conducted by Brandeis Univer-
sity,S the need for attendant care is considerably more

~limited than that suggested by these national data. The

attendant care model assumes a greater amount of
daily assistance than that reported in national surveys.
Extrapolating from state and national data presented in
the Brandeis study, we estimate that about 160,000
working-age adults and about 250,000 elderly are
functionally dependent enough to require the scope of
assistance rendered by a paid attendant.

CONTRAST WITH HOME
HEALTH SERVICES

The attendant care model assumes that disabled
individuals who are well versed in their own health
care needs have the necessary ability and skill to direct
and monitor their own personal care. The concept
of self-direction is not widely accepted or supported
by health professionals. Presently, opportunities are
rare within the health services system for severely
disabled individuals to assume a leadership role with
regard to their own health care. The conventional
approach is just the opposite, as illustrated in the
delivery of home health services.

In the home health system, a disabled person
does not direct his own care. Instead, care is pro-
vided by an agency-supervised home health aide.
The home health agency functions as the manager in
the provision of personal care services and carefully
specifies the duties to be performed by the home
health aide. Furthermore, the aide’s duties are super-
vised by an agency-employed registered nurse. The dis-
abled person is a passive recipient of services—in
essence, a patient,

Minnesota
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Since Medicare is the main source of reimbursement
for home health services, most such agencies shape
their operating policies after those of the Medicare
program. Unfortunately, the disabled individual’s abil-
ity to direct his own care is very much restricted by
Medicare requirements. For example. the Medicare
program requires that home health services be rendered
in keeping witha physician plan of treatment, be super-
vised by a skilled nurse. and be reviewed every 60
days.®

Professional intervention and supervision are at the
core of the home health model. However, ongoing re-
assessment by health care professionals tends to
undermine an individual’s confidence and inde-
pendence. Such professional control can unintention-
ally reinforce dependent behavior. The attendant care
model rejects the submissive. compliant patient role
inherent in the home health model of in-home support
services. In the attendant care model. independence is
fostered by holding the disabled individual responsible
for managing and reimbursing his attendant.

The comparison between the home health and
attendant care models also illustrates significant differ-
ences in role behavior. In the former. the disabled per-
son is a patient; in the latter he is a consumer. Yet.
both models are needed. The home health model is
intended to provide acute, restorative care during a
period of illness or recuperation immediately following
hospitalization. The attendant care model is intended
to provide ongoing routine care as an alternative to
long term institutionalization (figure). Consider-
ing the polarity of their respective goals, these 2 service
delivery models should also be expected to have
equally disparate methods to be responsive to the
needs of the persons they serve.

Massachusetts California

A d

—l

t Dependence -t

LHome Health / Medical Model

® Provider direction

® Physician plan of treatment
* Nurse supervision

e Aide recruited by agency

® Poyment to provider

® Accountability — physician
® Patient role

e Acute condition

* Restorative / episodic care
* “Health care" benefit

-  Independence ‘

bﬁendam Care / Independent Living ModeT]

® Consumer direction

© No physician plan of treatment

® No nurse supervision

e Attendant recruited by consumer
e Payment to consumer to provider
® Accountability —s consumer

® Consumer role

e Chronic condition

e Maintenance / continuous care

* " Social service " benefit

< Continuum of Aftendant Care Programs o
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SYMBOLIC SIGNIFICANCE

Of all the services and programs associated with the
ovement for independent living, attendant care has
‘quired unusual symbolic significance. It has become
premier issue for independent living advocates be-
use this model incorporates many of the values and
mcepts cherished by the movement. Elsewhere in this

iue, we have noted how the movement for indepen-

nt living has been indebted to the contributions of
her social movements—the civil rights, the consumer,
e self-help, the demedicalization, and the deinstitu-
»nalization movements. The attendant care model,
corporates the values and assumptions that character-
> each of these movements.
In our society survival needs such as food, shelter,
d health care are often elevated to benefit rights or
titlements. Attendant care is viewed as a survival
tht, a benefit necessary to the physical survival of
e individual, since a severely physically disabled
Ison cannot participate in school, work, recreation,
the political life of the community without it. Be-
use of its indispensable nature, attendant care takes
t the character of an inalienable right with status
mparable to a civil right.
According to the consumer movement, the con-
mer, not the provider is best able to judge the
lequacy of services and products. Thus, as a consumer
“attendant care, the disabled individual is best able
monitor the adequacy and quality of the care
» receives. Having several years or more of experience
:th the idiosyncrasies of his own disability, the dis-
led individual is often better qualified to evaluate
e care he receives.
The self-help movement goes beyond the assump-
ms of the consumer movement in that the former
sumes that the individual is not only capable of
aluating service quality, but that he is also able to
anage and .direct the services he needs. Likewise,
¢ attendan{ care model assumes that the disabled
dividual is best able to manage and direct his own
re provider. '
The demedicalization debate centers around the
ncern that there is too much unnecessary medical
tervention into various problems and life conditions
10se etiologies are social and economic rather than
edical. In the case of physical disability, the move-
:nt for independent living asserts that a continuous
:dical presence is unnecessary once an individual
medically stable. The role expectations of the
iendant care model are in marked contrast to the
havioral assumptions of the medical model and
¢ sick role that come with medical intervention.
the attendant care model, accountability is centered
the consumer, not the physician. The attendant care
>del assumes that he does not require the acute/

" itorative care assumed in the medical model or in

me health services. Disabled persons are assumed io
sufficiently experienced to monitor their own

physical condition and to seek additional care when
needed. Disabled persons are not “sick,”do not wish to
be exempted from various social and civic responsibili-
ties and do not wish to be deprived of their person-
hood.

The features of the medical ‘model that induce
dependence are sometimes most evident in large-
scale institutional programs managed by medical
personnel. Attendant care is viewed as an alternative
to institutionalization. It allows relatively low skilled
individuals to provide personal care services in a com-
munity setting that would otherwise be provided
in an institutional setting. Often a pérson is institution-
alized because there are no attendant care services
available in the community.

The attendant care concept touches nearly all the
themes considered dear to the independent living
movement, and the convergence of all these themes
and values have helped to elevate attendant care to
symbolic prominence. Attendant care is viewed in
some quarters as a bellwether service to determine
whether public officials and others truly understand
the needs and aspirations of persons -with severe
physical disabilities. In short, attendant care is con-
sidered a litmus test service by independent living
advocates.

SERVICES UNDER TITLE XIX

The Medicaid program has become one of the main
sources of funding for participant-directed attendant
care services. This has been made possible by a rela-
tively obscure federal regulation (42 CFR 440.1 70(f))
that permits personal care services to be provided in
a person’s home “by an individual, not a member of
the family who is qualified to provide such services,
where the services are prescribed by a physician in
accordance with a plan of treatment and are supervised
by a nurse.” Although this regulation contains many of
the trappings characteristic of the medical model in
home health services, the regulation does not specify
the amount of nurse supervison required, allowing a
great amount of consumer discretion and direction. A
person who is medically stable and has acquired
the necessary health maintenance skills would require
only distant and minimal nurse supervison under the
Medicaid regulations.

At least 8 states have used the Medicaid program to
finance attendant care services. These include Massa-
chusetts, Minnesota, Montana, Nebraska, Nevada, New
York, Oklahoma, Wisconsin and the District of Colum-
bia. Massachusetts and Minnesota have had contrasting
experiences with this program.

Massachusetts

The Massachusetts attendant care program began in
1975 when the state Medicaid program contracted with
the Boston Center for Independent Living to arrange
for the provision of attendant care services. Since then,
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3 other independent living centers have contracted
‘with the Medicaid program—Worcester Area Tran-
sitional Housing, the Southeastern Massachusetts Inde-
pendent Living Program, and the Franklin County
Home Care Corp. The basic premise underlying the
Massachusetts attendant care program is that many
severely disabled individuals are well aware of their
own health care needs and do not need the degree of
medical intervention common to other home health
service programs.

To be eligible for attendant care services in Massa-
chusetts, a person must be 18 years or older, limited in
his upper extremities, psychologically and niedically
stable, and eligible for Medicaid. Medicaid eligibility
is determined by the public welfare department;
attendant care needs are determined by the independ-
ent living program. A registered nurse and an occupa-
tional therapist from the independent living programs
complete an on-site assessment of attendant care needs
with the prospective consumer. Reassessiments are
made at least once per year and sometimes more often
depending on the medical condition of the consumer.
The Medicaid program reimburses need assessment ser-
vices on a fee-for-service basis.

Should an applicant be lacking in any skills related
to the utilization of attendant care services, the inde-
pendent living program provides training to enhance
the applicant’s ability to manage his own personal
affairs. This service is also reimbursed by the Medicaid
program.

The responsibility for recruiting attendants falls
mainly on the consumer. After the initial assessment,
the independent living program acts mainly as an inter-
mediary in the payment process. Time sheets, signed
by both the attendant and the consumer, are submitted
by the consumer to the independent living program,
which in turn sends the bill to Medicaid for payment.
The independent living program issues a check to the
consumer who in turn pays the attendant.

The hourly wage for an attendant in Massachusetts
is set by the state Rate Setting Commission and is
presently set at $3.50. The typical consumer needs
about 4 hours of attendant care/day divided between
the morning and evening hours. If needed, a night-time
attendant is available to turn an individual in bed to
avoid pressure sores. A night-time attendant (who
frequently lives with the consumer) receives $5.00/
night. The Massachusetts Medicaid program does not
provide 24-hour, live-in attendant care services.

About 175 individuals participate in the Massa-
chusetts Medicaid supported attendant care program.
In addition, about another 25 individuals participate in
an attendant care program supported by the Massachu-
setts Rehabilitation Commission. This second program
is available to individuals who are employed and
not eligible for Medicaid. It is supported entirely with
state funds and administered through the various in-
dependent living programs in a manner similar to the
attendant care program funded by Medicaid.
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Minnesota

The Minnesota program is centrally administered
through the state Medicaid program, not through local
independent living programs as in Massachusetts.
Current enrollment is 100 participants and 130 attend-
ants. The Minnesota program pays for both live-in and
part-time attendants. Medicaid pays up to a maximum
of $800/month/eligible participant. Many severely
disabled individuals choose to split this sum between
several attendants to assure regular care.

The participant is responsible for recruiting an
attendant and a registered nurse to supervise his care.
But for the most part, the Minnesota program is a
provider-based as opposed to a consumer-based system.
The attendant and not the consumer bills the Medicaid
program and provides the necessary documentation
(eg. ensuring that the treatment plan is on record and
certified by the physician every 90 days). The physi-
cian determines the services to be provided, the expect-
ed duration of service, the frequency of nurse visits,
and the qualifications of the attendant.”

Thus, the Minnesota attendant care program leans
more to the home health or medical model, making the
physician rather than the consumer the principal de-
cision-maker. Moreover, the duties of the attendant
compromise the self-direction goals of the attendant
care model in the Massachusetts program.

In Massachusetts, both personal care and housekeep-
ing services are funded by Medicaid. In Minnesota,
there is a delineation between personal care services
considered to be medical and housekeeping services
considered to be nonmedical. The attendant must thus
submit a separate bill for housekeeping tasks to the
state’s title XX Social Services program.

SERVICES UNDER TITLE XX

A second major source of funding for attendant
care services is the social services authority under title
XX of the Social Security Act. which allows states to
fund various in-home services without the medical
supervision required in the Medicaid program. California
offers an example of how title XX is utilized to fund
attendant care services.

California

The California program began in the late 1950s®
when disabled persons were given a “special needs”
allowance to supplement their public assistance grant.
When the Supplemental Security Income (SSI) pro-
gram came into being in 1974, the attendant care pro-
gram was combined with California’s new In-Home
Support Services (IHSS) program, supported in part
with federal funds under title IVA, the precursor to
title XX.

Unlike the Massachusetts and Minnesota programs,
California’s program is administered through county
departments of public welfare. The hours of attendant
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care needed by a disabled person are determined’

mainly by the county social service worker based
on a personal interview. The social service worker may
call upon the expertise of an occupational therapist.
The consumer may solicit the statement of a physician
in documenting his need for attendant care. The final
number of attendant care hours agreed upon is to some
degree negotiable. The attendant care needs of an indi-
vidual are re-evaluated every 6 months or sooner de-
pending on the nature of the disability.

Hourly compensation for attendant care is set at the
minimum wage in California. At present, the total cost
of attendant care for any one individual may not ex-
ceed $621/month. Thus, the maximum number of
attendant care hours that an individual can receive is
to some extent determined by this monthly ceiling.
Moreover, the disabled individual must take into
account outlays for social security payroll taxes and
other fringes when computing the cost of attendant
care.

‘The consumer is very much in the driver’s seat.
He recruits, manages, and pays his own attendant(s).
Neither a physician’s plan for treatment nor a nurses’s
supervision is required. Because of the absence of
medical intervention, the California program incor-
porates the attendant care model in its almost purest

form.
It is difficult to determine how many individuals are

participating in California’s attendant care program.
Because it is administratively blended into the state’s
larger IHSS program, to distinguish between individuals
receiving attendant care and those receiving other
forms of in-home care such as chore and homemaker
services is difficult. Current estimates suggest that
several thousand or more disabled individuals receive
attendant care services in California.

WORK DISINCENTIVES

One of_;the most vexing issues accompanying the
provision“of attendant care services is the work disin-
centive problem. Simply stated, under current eligi-
bility rules for publicly financed attendant care services,
a person loses several thousand dollars worth of attend-
ant care benefits when accepting gainful employment,
Most jobs, especially entry level positions, do not pay
enough to allow a disabled person to pay for his own
care. Thus, when accepting employment, an attendant
care consumer works to his economic disadvantage.
The irony is that the eligibility criteria to receive aid
for independent living contain the very elements that
undermine the independent living goal. Why?

The source of the problem is that a person’s eligibil-
ity for Medicaid and social services is closely linked to
a person’s income maintenance status. To be eligible
for Medicaid or social service benefits such as attendant
care, a person must be eligible for the SSI program, or
at least meet the categorical requirements for it. To
meet these requirements, a person must (1) have a

medical impairment and (2) be unable to participate in
a “substantial gainful activity” (SGA), ie, be unable
to work. However, as soon as a disabled person earns
$280/month ($3,360/year), he is no longer considered
unable to perform gainful work and therefore is no
longer considered disabled for purposes of the SSI
program. Once working, disabled persons not only lose
their SSI benefits but also their Medicaid and social
service benefits, including attendant care. The combin-
ation of all these benefits—with medical and attendant
care being the most important—adds up to a significant
dollar amount which a disabled person, even with an
above average income, cannot afford to replace from
his own earnings. The disincentives involved in the
Social Security Disability Insurance (SSDI) and Medi-
care programs are slightly different, but the dynamics
are similar.

The loss of medical and attendant care benefits
can be delayed if a person is participating in a 9-
month “trial work period” (and an additional 3-
month grace period) or if a person has a time-limited °
“self-support plan.” The purpose of the trial work
period is to encourage and allow a disabled person to
test his work ability without loss of benefits. This,
delay is a once-in-a-lifetime allowance, however, and
after it has been used, the disincentives still operate
forcefully. Both California and Massachusetts have
passed legislation allowing disabled persons to accept
gainful work and retain attendant care benefits. Fi-
nancing is borne entirely by the states and there is
not federal participation.

Though the disincentive problem has been known
for some time, it has not captured the attention of
Congress and the Administration until recently. As
of this writing, several bills have been introduced in
the 96th Congress to remedy the problem. Most bills,
including the administration’s proposal, make special
provisions for the disincentives arising from the financ-
ing of attendant care. Specifically, these bills propose
to exclude attendant care costs and other work-related
expenses from “countable income” when determining
whether a person’s income exceeds the SGA limit.
Moreover, some of these bills propose to raise the SGA
income limits to more realistic levels.

THE FUTURE OF ATTENDANT CARE

One important solution to the problems of attend-
ant care delivery and disincentives is to divorce eligibil-
ity for attendant care from eligibility for income
assistance. A persistent feature in the American system
of delivering publicly subsidized health and social
service benefits is the manner in which these benefits
are linked to the receipt, or potential receipt, of
income assistance benefits. The receipt of attend-
ant care services should not be related to a person’s
income maintenance or vocational status. Instead,
attendant care should be an entitlement service that
is related to a person’s functional status or capacity.
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The new independent living authority under PL
95-602 offers a modest opportunity for states to
provide attendant care services without regard to
income maintenance or vocational status. However,
funds to implement the new independent living pro-
visions are likely to be so limited in the foreseeable
future that pressures will mount—as they already
have—to have states continue their attendant care
efforts under their respective title XIX and title XX
programs. The fear is that relatively costly attendant
care services would leave few independent living
dollars left for innovative programs geared. for a
broader segment of the disabled population.

If anything, pressures will continue to grow to
finance more attendant care services under the Medi-
caid program. Federal appropriations for Medicaid are
open-ended; appropriations for title XX and other
programs are closed-ended. Most states have already
exhausted their federally established title XX allot-
ments, which encourages them to refinance services
under the Medicaid program whenever possible. Attend-
ant care is one of those services that can be financed
under either Medicaid or title XX.

In the near future we can also expect attendant
care services to be pushed in the direction of the
home health or medical model, in part, as a byprod-
uct of Medicaid funding. But more important, the
demands for “quality assurance” are likely to impose
new requirements for training and supervision that
are more in keeping with the home health model.

This direction is most evident in the “HR 3 Report™
prepared by HEW? in response to Congressional con-
cern over the lack of accountability and coordination
in federally subsidized home care services such as
home health and attendant care. Because the attend-
ant care model is in conflict with traditional quality
assurance standards which emphasize the training
and supervision of care providers, the authors of
the HR 3 Report recommended that the current
Medicaid regulation allowing federal funding for
attending care be rescinded. Instead, the report recom-
mends that attendant care be financed under the title
XX program, ignoring the restrictive income limits
imposed by most states to contain costs within fed-
erally established state expenditure ceilings. The
report does not adequately reflect the self-determina-
tion goals of disabled persons.

The HR 3 Report demonstrates the widespread
assumption, held by agency professionals and policy-
makers, that disabled persons are not self-directed.
The efforts of the home health industry to eliminate

attendant care services constitute a trend to be avoid-
ed. Yet such a trend becomes difficult to resist when
heralded under the politically popular banner of
“quality assurance,” Given the pressures of provider
interests, only consumer vigilance will enable the
attendant care model to remain intact.

Personal care is one of the first areas of human
activity through which an individual learns to become
independent. Yet, it is still one of the last areas in
which a severely physically disabled individual learns
to become truly independent. To be dependent in
the care of one’s own body is to renounce much of
one’s personal autonomy. The management of one’s
personal care is critical to one’s sense of self-worth
and independence.

ADDRESS REPRINT REQUESTS TO:
Gerben DeJong, MPA, MSW

Box 190

Tufts-New England Medical Center

171 Harrison Ave,

Boston, MA 02111
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A "HOW TO'" CHECKLIST

Two lessons stand out as important from the BCIL experience.
First, BCIL has shown that is is possible to develop a quality inde-
pendent living rehabilitation program in a short period of time.
Second, it is important to think through every step of the CILs de-
velopment. The following checklist should help trigger productive
thinking on many key decisions.

Nothing in the checklist is meant to suggest that there is only
one way to develop a CIL. No two CIL's are alike. Differing funding
sources, philosophies, organizational structures, goals and residents
influence the particular character of any organization. However, at
least two philosophic tenets appear to provide common links between
BCIL and other CILs:

1. People with disabilities plan and implement the decisions
that affect their lives.

2. The programs are aimed at enabling persons with disabilities

to live independently in the community rather than be de-
pendent on institutional living.
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Iv.

il.

CHECKLIST

Review literature on other centers for independent living

Develop nucleus of committed people who are willing to work.

A.

Develop selection criteria for board, officers, and advisory
committee (consumer majority? provider support? abilities?
disability representation? interest? committment? fiscal
management skills?)

. Determine initial officers (President, Clerk, Treasurer...)

. Identify and involve potential members for Board of Directors

and Advisory Committees.

1. Representatives of Key consumers constituencies (National
Paraplegia Foundation, National Association of the Physically
Handicapped, National Association of the Deaf, Paralyzed
Veterans of America, American Counsil of the Blind, Disabled
in Action, and/or other consumer organizations).

2. Representatives of provider organizations (State Departments
of Vocational Rehabilitation, Medicaid, Social Services,
Regional Rehabilitation Research and Training Center, State
or local housing authorities, area rehabilitation facilities,
Easter Seal Society, and/or other service providers).

Discuss and agree on the CIL's program philosophy, purposes and
target population.

A,

- B.

Develop written preliminary program description

Interest and involve broad base of support

Select and develop an appropriate organizational structure for
carrying out the CIL's purposes.
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A. Review state and federal laws on incorporation and tax status
of organizations (e.g., 501 (c) 3 vs. 501 (c) 4)

B. Prepare CILs articles of incorporation and by-laws. Some of
the areas By-laws should cover are:

. name of the organization

. principal office location

. applicable definitions

. fiscal issues

. purposes of the organization

leadership responsibilities

. membership responsibilities

. process for calling meetings

. process for board and/or membership nominations, elections, vot-
ing, resignations, suspension and removal

. authority to enter into financial agreements

. personal liability

. process for amending by-laws
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C. Submit organizational papers to appropriate authorities for incor-
poration, tax status, and employee identification number

D. Affiliate with state coalition or national organization

V. Establish short and long term goals and objectives for the CIL (one,
three and five year plans)

A. Determine what other service organizations in the area provide
adequately.

B. Determine which services the CIL will advocate for and which it
will provide itself:

Activities of Daily Living, Architectural barriers/barrier free
design, Attendant services, Chore Services, Coalition development
communications, Community Organization, Consumer Affairs Information,
Economic Support Services, Educational liaison, Employment services,
Equipment repair, Home Health Aide (Fiscal conduit services), Home-
maker, Housing Development and Adaptation, Independent Living
Training, Information Services, Legal services, Lobbying, Life
Support Services, Medical Services, Mobility Skills, Outreach and
Recruitment, Personal Care Assistants (recruitment, selection,
training), Public Relations/Education, Recreation, Rehabilitation
Services, Sex Education, Social Services/State Agency Liaison,
Transportation, Vocational Liaison.
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C. Determine funding sources for each €IL high priority service
| : objective. To pay for program services, develop fundable

| proposals and contracts with private foundations and public
agencies. Some of the many options to consider include:

individuals

private sector (foundations, civic groups)
State Vocational Rehabilitation Agency

State Housing Finance Agency

City Housing Authority

Department of Community Affairs

Department of Housing and Urban Development
Rehabilitation Services Administration

. Veteran's Administration

Department of Public Health

Bureau of Developmental Disabilities
Department of Labor - Comprehensive Employment Training
Act

. CETA (10)

Department of Public Welfare

1. Medicaid (Title XIX)

2. Social Services (Title XX)

0. Rehabilitation Research and Training Centers
p. Department of Health, Education and Welfare
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D. Secure adequate start-up funds




VII.

VIII.

Develop a comprehensive written program plan to meet the CIL's
advocacy and service objectives. This plan should include a
description for proposed implementation describing:

A. Prioritized activities to be undertaken.

B. Persons responsible for carrying out activities. (Board,
committees, executive directors, staff volunteers).

C. Methods used in carrying out activities.
D. Location of implementation of activities.

E. Anticipated time duration of activities.

Draw up a budget for the CIL's comprehensive program plan and
organizational operating costs. Make cost projections for the
long term plans (three and five year plans).

Develop and implement a management system to administer the CIL's
plan. Systems to provide accountability should be in writing and
should include:

A. CIL Program Content

1. internal record keeping system (data collection) on program
utilization

2. a process to prepare external program reports at appropriate
times

. calculations of specific program costs

evaluation processes to measure program effectiveness and

growth

standards for quality service

. written program descriptions

. an operational planning process

. geographical scope of program
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B. CIL Resident (Program Participant)

confidentiality protection

. standard means to periodically review client policies

. program eligibility criteria

standardized forms

. efficient application admission and graduation procedures
. measures of resident performance

. objectives of resident participation

NN S NN
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C. CIL Fiscal Controls

1. accounting procedures with back-up information on cash
receipts, cash disbursements, payroll, closing procedures,
budgets, etc. '

. use of standard report forms

. annual audit by certified persons

. a control system for making and receiving payments

. a plan to correct deficiencies

. a plan to seek continuing financial support (grant, fce for
services, etc.) '

[ W IE =T I N

D, CIL Facility Operations

. appropriate site location

. costs to occupy

signed lease

. office procedures regarding correspondence, hours, absences
inventory of all equipment

. building saefty and appropriate insurance

AUl > RN

E. CIL Personnel Policies

hiring practices

. benefits plan _
. assurance of compliance with federal and state laws

. job descriptions

. job evaluations

. appropriate supportive equipment

staff training

. system to measure job performance

. staff reporting

. salary and pension plans

N
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Develop an assessment system to measure progress towards CIL ob-
jectives

A. Review at least annually
B. Prepare an annual report

Select effective staff
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Independent Living Rehabilitation Plan, 1979: Sections II, III, and IV.

Integration Components

Present Structure

The Massachusetts Rehabilitation Commission has recently completed an
administrative organizational change which was intended to make the organi-
zation more responsive to the needs of the disabled population in Massachu-
setts. Presently, this structure consists of the Commissioner, Deputy
Commissioner of Client Services and Administration, Assistant Commissioner
of Disability Determination Services, Assistant Commissioner of Administra-
tion, Director of Human Resources, Director of Support Services, Director
of Client Services, Regional Directors and Area Supervisors. The following
organizational chart is provided for a pictorial representation of the
organization of the Massachusetts Rehabilitation Commission.

Within this structure, services are provided to eligible handicapped
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individuals by vocational rehabilitation counselors from thirty-four local

area offices. The process consists of referral, application, acceptance;
IWRP development,, provision of services, closure. This same system will
be utilized for implementation of the Independent Living Program within the
MRC.

In order that this same system can be utilized, a number of changes/
additions to MRC reporting forms are necessary. These would consist of
identification of the client receiving independent living services and plac-
ing an "I'" on the master list in the special program box. Also, the MIS-2
should have a new box added to section G8 which indicates the # of success-

ful closures from an independent living standpoint.

Closed 26 110}JSSDI}SSI}ILP
i.e. G8 Rehabilitated

This would allow the Agency instant access to the numbers of clients who have
successfuily achieved an Indepéndent Living goal. Furthermore, it is recom-
mended that the MIS-5 be modified to include a section on Independent Living
Clients. The R-300 must be modified to include a check box for Independent
Living. Lastly, appropriate changes must be made in the LEDP system to re-
flect Independent Living Clients and identification of services rendered.
Eligibility:

Title VII, Part A, Section 702 (a) defines eligibility as "any individual
whose ability to engage in or continue in employment or whose ability to func-
tion independently in his family or community, is so limited by the severity
of his disability that vocational or comprehensive rehabilitation services
appreciably more costly and of appreciably greater duration than those voca-
tibnal or comprehensive rehabilitation services required for the rehabilita-
tion of a handicapped individual are required to improve significantly either

his ability to engage in employment or his ability to function independently
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in his family or community'. Priority of services....shall be given to
individuals not served by other provisions of this Act." This definition

of eligibility is clarified further in § 1363.31 - Eligibility contained in

the Draft Regulations dated 4/16/79. 1t is stated that '"in determining
eligibility for independeﬁt living services there will be a determination
that services can feasibly be expected to assist an individual to function
more independently in family or community or engage or continue in employ-
ment. Furthermore, 8 1363.31 states that "eligibility will be based to

the greatest extent possible on existing case record ihformation”. ""Special
diagnostic studies will be conducted only where absolutely essential'. 'The
purpose of the evaluation will be both to determine eligibility and to ident-
ify the services needed to be provided. ''‘Moreover, the Certification of
Eligibility/Ineligibility will be completed and reviewed in a manner similar
to that carried out upder the vocationél rehabilitation program. Attached,
as Exhibit I, is a pre-print form which may be used for the Certification

of Eligibility/Ineligibility/Extended Evaluation. For the purposes of in-
ternal operations, any client or potential client having an identified voca-
tional goal will be served under the basic program (Title I). Clients or
potential clients not having a vocational goal will be rendered services
under the Independent Living Program (Title VII).

1. Funding Mechanisms:

Funding for the Independenf Living Program will be separate from
110, SSDI, and SSI. Section 110 dollars will be used to determine an
individual's eligibility for the vocational rehabilitation or independent
living rehabilitation programs. Furthermore, it can be expected that
some'individuals will be eligible for both programs, but priority of

service will be given to those clients who are not.covered by other

provisions of P.L. 95-602. Upon accepting a client for services of
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independentlv,ving,land having completed an IWRP, services provided willfﬁfl

be paid for through the use of Independent Living Funds. In addition,
administration and staffing costs will be absorbed by Title VII funds . °

on a prorated formula based on the number of clients served in this

program verSus the basic program (Title I).

2. Alternative Resources

Whenever possible alternative resources will be used in providing
services to individuals under an_IWRP\for the achievement of an inde-
pendent living”goal. AThe‘expectation of using alternative resources to
a maximum will broaden‘the financial.base.of_the independent living ser-
vice program to the maximum extent.

When an individual who is eligible for vocational rehabilitation is
being provided services solely for the purpose of.continuing or engaging
in employment, it is expected the individual W1ll be served under the
.basic 110 program unless the individual 1is also eligible for the Trust
Fund Programs._ ln these.cases,vusemof the'Trust-Fund monies will, as

well, be a_priority;

' EXtended Evaluation:

If upon'the-completion ofﬁthe:preliminary diagnostic study, a determin-ilb-
ation cannot be made as to, the applicant s eligibility for the Independent ,f
Living Serv1ce Program, it is appropriate ‘to use’ the extended evaluation

(06) status in order to determine eligibility. Funding will be similar to

‘the basic. V R prooram ‘e. g. use of 110, SSDI, SSI funds,

It should be mentioned that although a client may remain in this status

“a maximum of 18 months, it should not be necessary for the most part in

making a determination -as to the eligibility/ineligibility of the client.

for the program Pre—existing evaluation and diagnostic information will

_ be utilized to the fullest degree possible.
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Independent Living Rehabilitation Goals

Upon acceptance of a client into the Independent Living Rehabilitation
Program, a thorough diagnostic étudy should be carried out by a complete
analysis and synthesis of the information contained in the case record.
Specialty examinations should only be conducted where absolutely essential,

In the development of the IWRP for an ILRP client the procedures shall
be similar to those in effect under the basic V.R. program. Among other
factors, the Individualized Written Rehabilitation Plan will indicate the
specific services and their expected duration for each individual.

In establishing goals with the client in this independent living re-
habilitation service program, it is important that they (goals) be stated
in behavioral terms. For example: successful completion of a driver
training program should indicate what the client can now do after the train-
ing as compared to before the training program. This may include but need
not be limited to: 1) able to get to and from social/recreational activi-
ties/or functions, 2) able to drive to and from the grocery store, 3) more
independent in terms of mobility, 4) etc.

Follow-Up Services

These are services which are provided to a closed (08,26,28,30) client
in order to:

1) assess whether the client can benefit from
services (08)

2) assess the adequacy of the case closure
(26,28,30)

3) provide a benefit to the individual client
in order that they are able to continue to

live and function independently (26)




4) assess the potential of the client to enter
the basic VR program.
Follow-up services sheuld be provided to all clients on a yearly basis,
the cost of which are assumed by the Independent Living Fund (Title VII).
|
|

g. Post-Independent Living Rehabilitation Services

These are services that are provided to successfully closed clients in
order that they maintain their independent functioning in their family or
community.

If upon the provision of post-I.L.R.S. it becomes apparent that the
client may be eligible for the V.R. program, a case will be opened and a
preliminary diagnostic study completed.

IIT Training Component

a. Overview

| In order that all staff be trained ahpropriately regarding Independ-
ent Living Rehabilitation, a common conceptualization must first be real-
ized. This is that vocational rehabilitation is a part of independent
living. Albeit V.R. has been the major core of all state V.R. agencies,
this focus is rapidly changing. With PL 95-602, it is no longer necessary
to have a vocational goal in order to be eligible for services. With this
broader philosophy, providers of services will need new skills and talents
to successfully assist in meeting the goals of this program.

Before any training program can be implemented or developed, a training
needs assessment must be conducted at all levels of the Commissioﬁ. After
having carried out this training needs assessment, only then can a viable
training program be developed. Moreover, the training needs at different
levels will differ markedly which will mean that it will be most difficult

to develop a comprehensive training package. With this as an introduction
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to the training component of the plan, the following outline is offered.
Information:

It is imperative that information be given to all staff who will be
participating in the Independent Living Rehabilitation Program. Informa—_
tion is critical to the performance of the job by counselors, supervisors,
and administrators. Therefore, it is recommended that the most current
data regarding Title VII be available to all staff. This will consist of
the law (95-602), the regulations (Part 1363), and the guidelines (not
available) as a minimum. It will also entail a review of relevant litera-
ture regarding independent living. Therefore, the first major training
component is to ensure that all the appropriate information is available
and understood by those using it.

Skill Building

Another major focus of any training program will be concerned with the
building of skills and increasing the skill level of staff providing ser-
vices to this severely handicapped group.' New skills will be necessary in
the areas of:

1) developing an IWRP without a vocational goal;

2) counseling with this population;

3) assessing the needs of the ILP clients;

4) educating the community in understanding and providing
certain needs of this ﬁopulation;

5) developing behavioral goals.and assessing the client's
growth in achieving these goals;

6) knowing where and if there are resources in the community;

7) learning how to deal with their feelings towards this

severely handicapped group.
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Training is a vital part of the Independent Living Program. Training
of the counselor staff is often the first thought that comes to mind. Yet,
training is needed for the management staff of the Commission. To avoid
training the management staff would be irresponsible since the manégers will
need to be supportive of their staff and the program in general. Managers
will need to comprehend the philosophy of this program; they will need to
deal with their attitudes regarding the program and the clients who will
be entering into this program. ‘

In addition, the consultants to the area offices, as well as to the
Adninistration Office, will need to understand the Independent Living
Rehabilitation Program in order to help counselors make appropriate deci-

sions.

Independent Living Rehabilitation Services:

. - Scope & Nature:

Independent Living®*Rehabilitation Services (ILRS) are any goods and
services necessary to enable a severely handicapped individual to live
independently within his family or community which are provided in accordance
with 45 CFR 1361. These include but are not limited to the following:

1) evaluation of rehabilitation potential;

2) counseling, guidance, and referral;

3) physical and mental restoration;

4) maintenance;

5) transportation;

6) service to members of a handicapped client's family
necessary to the adjustment or rehabilitation of the
handicapped client which may include but are not
liﬁited to respite care, day care services, homemaker

services, and counseling;

w]2=




C

7)

8)

‘interpreter services for the deaf

reader serv1ces, rehabilitation teaching services, and

- ‘orientation and mobilitv services for the blind;

)

10y

11)

12)

13).

14)

15)

16)

17)

18)

19)

20)

21)

22)

23)

24)

telecommunications, sensory, and other technological
aids and devices,

1ndependent living servicesi.post independent iiving
servicesf' | | .

other °oods and services'

comprehen51ve assessment for independent living;

'family plannin?, oenetic counseling, and referral

for further services as appropriate‘

referral and counseling services with respect to
attendant care;

attendant care and training of personnel to provide
such care;

health management trainin

hedlth maintenance programs;

1ndependent living skills counseling and training;
peer counseling;

community and transitional housing referral and
assistance,

cllent advocacy services,

individual or group social or- recreational activi-
ties,

education and- training necessary for living in the
community and participating in community activities,

any other serv1ces or programs whiich w1ll assist the
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handicapped individual to‘live and function independ-
.-ently‘in;his family'or:community. ' |

Advocacy: | |

nAdvocacy"i@eans the processesvused hy‘the.individuals'representing,
supporting, or pleading for the rights'and interests of a severely handi-
capped ind1v1dual receiving independent living rehabilitation services or
applying for such services, in order to ensure that all available legal and,
administrative remedies are being pursued:to safeguard the rights and
interests of the individual and to bring about  desired improvements or
changes in administrative entities and programs affecting these individ-
uals. :Advocacy-for this program has two dimensions: ' Individual and Program
Advocacy. Individual advocacy is the responsibility of the counselors and/or
supervisory staff who work directly with the client towards meeting an inde—
pendent living'goal.. This may include, but is not limited to, advocacy
with.public and privatenproviders of services including state and federal

aovernmental programs. Additionally, individual client advocacy will be

~provided by. the service providers with whom we - contract for a group of

cllents or under an. indiv1dual purchase of service agreement.
,Program Advocacy will be provided byﬂarea, regional and central office
management and program staff, This will be directed towards the expansion

of services available to max1mally impact the needs of the eligible severely -

'handicapped citizens of this Commonwealth.

Comprehen51ve Service Centers

-Once vocational and social services became more readily available in

-Massachusetts communities, it became clear that the options of the sixties

were 1nadequate both in quantity and nature to meet the needs of the dis-

abled.-
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'3 A ‘The Massachusetts. Rehabilitation Commission has undertaken a number

1.

P of pilot projects and new initiatives to respond to the many unmet needs.
The following are some examples: ) . o . _ : -

‘South;Shore Alcoholism Rehabilitation Program is an in-.

tensive residential alcoholism rehabilitation program
based on the Alcoholics Anonymous model " It's goal is
to help’chronically and severely‘disabled alcoholicslwho
have not achieved success in any other program to:

a) maintain sobriety, b) develop new coping skills; c)
develop transitional living and working plans (One
center serves Eastern and one Western Massachusetts. )

Centers for Independent Living -~ in this area MRC has

worked closely'with the Boston Center for Independent
Living, Worcester Area Transitional Housing, and the
Stavros-Foundation s Independent Living Services of
Western Massachusetts which are currently in operation.

Moreover MRC has recently funded two (2) additional

ndependent living rehabilitation programs through

‘the Innovation and Expansion (I & E) Grant process.

These are "~ 1) Southeastern Massachusetts Independent
Liv1ng Rehabilitation Program, and 2) Northeastern
Massachusetts Independent Living Rehabilitation Program.
Presently, the focus of these experiments is on develop-
ing 'a clear, structured program format with the purpose
of establishing an ongoing fee for service. - To this end
the MRC is. working with Medicaid and the Rate Setting
Comm1531on.

a. Boston Center for Independent Living -- services

f
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are provided to severely physically disabled
clients to increase their personal independence
so that they may successfully make the transi-
tion to independent community living. This
program is consumer oriented.

Worcester Area Transitional Housing -~ the pur-

pose of this program is to provide opportunities
for the residents to increasé their growth, in-
dependence, and functional development in a non-
institutionalized setting in order that they may
live independently in the community.

STAVROS Foundation, Inc. -- this consumer-

controlled, community based program offers inde-
pendent living services to the severely handi-
capped population of Western Massachusetts.

These I.L. services include: 1) a program of

outreach/peer counseling, 2) the development of

~a mechanism for Personal Care Assistance in the

Amherst area, and 3) planning for the develop-
ment of a mechanism for Personal Care Assist-
ance throughout the state.

Southeastern Massachusetts Independent Living

Rehabilitation Program -- this program current-

ly in the developmental stages provides out-
reach services, peer counseling, and training

in independent living skills to clients of the
MRC so that they may successfully live independ-

ently in the community.
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are provided to severely physically disabled
clients to increase their personal independence
so that they may successfully make the transi-
tion to independent community living. This
program is consumer oriented.

Worcester Area Transitional Housing -- the pur-

pose of this program is to provide opportunities
for the residents to increasé their growth, in-
dependence, and functional development in a non-
institutionalized setting in order that they may
live independently in the community.

STAVROS Foundation, Inc. -- this consumer-

controlled, community based program offers inde-
pendent living services to the severely handi-
capped population of Western Massachusetts.

These I.L. services include: 1) a program of

outreach/peer counseling, 2) the development of

~a mechanism for Personal Care Assistance in the

Amherst area, and 3) planning for the develop-
ment of a mechanism for Personal Care Assist-
ance throughout the state.

Southeastern Massachusetts Independent Living

Rehabilitation Program -- this program current-

ly in the developmental stages provides out-
reach services, peer counseling, and training

in independent 1living skills to clients of the
MRC so that they may successfully live independ-

ently in the community.
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e. Northeastern Massachusetts Independent Living

Rehabilitation Program -- this program which is

similar to the Southeastern one 'will provide

staff, travel, equipment, supplies, and consult-

ants to develop and implement an independent

living program which will provide outreach, PCA

pool, independent living training, and housing

to severely physically handibapped clients.

These model programs which span the state could become alternatives to

the severely handicapped in their efforts to direct their lives to the ful-
lest degree possible and subsequently be able to live as independently as

feasible with minimum supports within their chosen communities.
\
|
|




INTRODUCTION

Cooperative efforts by rehabilitation professionals and disabled con-
sumers have demonstrated that community-based independent living is a
medically acceptable, cost-effective, and personally rewarding alterna-
tive to long-term institutional care for severely disabled individuals.
Indeed, in the years since passage of the Rehabilitation Act of 1973,
Independent Living is rapidly becoming one of the bywords of Rehabili-
tation.

Following the initiative of centers for independent living in
Champaign, Illinois, Berkeley, California and Houston, Texas, the pro-
ject to establish a Boston Center for Independent Living was conceived
in January, 1974 and opened its doors in September, 1974. To date, 50
individuals have been through the program. Within three years, using
the Boston Center for Independent Living as precedent, other CILs were
established in Worcester and Amherst, Massachusetts, and Bangor, Maine.
As this report goes to press, CILs are on the drawing board in Vermont,
Rhode Island, Connecticut, and Southeastern Massachusetts, with BCIL
and RT-7 input.

The groundswell of interest in independent living is the result of
determined efforts by disabled individuals who have demonstrated a truly
pioneering spirit in breaking away from institutions--sometimes in de-
fiance of health professionals--and in learning how to care for themselves,
pursue educations and place themselves in the job market. These indivi-
duals have had the dedicated assistance of many rehabilitation professionals
who were distressed by the limited futures of those for whom the promise
of America was visible only on a flickering TV screen in a back bedroom
or hospital ward.

The most dramatic outcome of the move toward independence was the
announcement in May, 1977, by Housing and Urban Development Secretary
Patricia R. Harris that HUD would sponsor an Office for Independent Liv-
ing. With this type of support from the federal government for housing
and expanding Health, Education and Welfare support for services, possi-
bilities for future growth and development of CILs are greatly enhanced.

The following report is a summary of how the BCIL began and what
some of the issues and problems were in its establishment. The original
manuscript ran some 240 pages and included nearly every scrap of paper
that went into BCIL's planning. These papers are a record of the prin-
cipal milestones in BCILs development.

) If readers are seriously interested in developing a center for
independent living, send $5.00 (to cover printing, postage and handling)
for the BCIL Report Appendix. The lengthy Appendix includes BCIL by-




laws, articles of incorporation, Medicaid contracts (for both transitional
and commmity living programs), Massachusetts Rehabilitation Commission
contracts, quarterly reports, complete staff job descriptions, brochure,
news articles, descriptions of other CILs and Tufts Rt-7 project descrip-
tion.

The Boston Center for Independent Living Report is to serve two
primary purposes: first, to give a history of the creation of the Cen-
ter; and second, to provide a perspective and guide to those who wish to
replicate such a Center. History, in the case of BCIL, is important
because it demonstrates how various individuals, organizations, agencies,
and constituencies came together to solve a long-festering problem. All
too often, a problem waits for years for an implementable solution to come
to the fore. In the situation of BCIL, the statement of the problem, and
the design of a solution came together with the nucleus of those who
started BCIL. To capture the essence of this coming together, the BCIL
Report and its Appendix present the goals, objectives, hopes, detailed
plans, historical documentation, results, and evaluation in one place.

The report is unique: it tells both what was planned, and what
actually happened over the first two years of a CILs operation.

Dun and Bradstreet warns that 55 percent of all new business
enterprises fail in the first five years. Such ventures flame out,
experts say, due to inadequate financing and lack of management talent.
While both problems may have plagued BCIL staff, BCILS success has
proven a positive learning experience for others developing new CILs.

The Boston Center for Independent Living had its roots not only
in the anger of disabled individuals ''incarcerated" in public and pri-
vate institutions, but also in the frustration of rehabilitation pro-
fessionals who found the non-institutional community inaccessible to
clients and patients following rehabilitation. All three co-founders
had first-hand knowledge of the complexity of integrating persons
with severely disabilities into the larger commmity. Paul J. Corcoran,
M.D., now RT-7 Project Director, contributed his knowledge of medically
acceptable alternative living situations and links to university support.
Frederick A. Fay, Ph.D., now RT-7 Research and Training Director and a
quadriplegic psychologist, brought energy and enthusiasm from first-hand
knowledge of other centers for independent living. Rehabilitation Coun-
selor Bob McHugh, with his intimate knowledge of the state vocational
rehabilitation system, was a link to avenues of cooperation and funding
between agencies and the idea.
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For several months, these three met regularly, brainstorming their
idea, mapping out ways to make it a reality. Their goal was a base of
operations--a program rather than a facility--for disabled individuals
to bridge the gap between total dependence on an institution and inde-
pendent living. The BCIL concept envisioned a consumer-run self-help.
commmnity, integrated with the able-bodied, where severely disabled
persons could develop.

Enlisting the aid of state agencies and Boston University, the three
founders spent the spring and summer of 1974 putting together a board of
directors, arranging a contract with Medicaid and finalizing arrangements
with Boston University. In September, the first resident rolled into
modified quarters in BU's Theology building and BCIL was underway. In
the three years since its founding, BCIL and the roughly 50 individuals
who have participated in its program have demonstrated that independent
living is a realistic and preferred goal for many severely disabled
persons.

Today BCIL is a small, non-profit corporation coordinating three
separate phases of independence that have evolved over the years:

1. Transitional living. Providing the first basic steps
in training social and physical skills, transitional living began in
modified dormitories at Boston University. As BCIL attracted disabled
persons not necessarily interested in a full-time education this concept
was expanded and in March, 1977, the first residents moved into a
second transitional facility in Brookline Village, an apartment complex
in a Boston suburb. .

2. Cluster Housing. For those who mastered the skills of
independent living, Cluster housing offers greater independence. Located
in East Boston, this is an apartment building with several apartments
modified for handicapped persons, with a pool of personal care assistants
(PCA) and a night-time attendant.

3. Independent living. As facilities and funding for atten-
dants became available in the greater Boston area, individuals began
moving to accessible apartments, usually shared with a PCA, from which
they now conduct lives as students and professionals.




MANAGEMENT

The BCIL proved to be a management challenge. Since it involved
innovative use of federal and state monies, it required careful reading
of--and between--the lines of federal regulations. In addition, manage-
ment had to be cognizant of and responsive to the particular requirements
of severely disabled individuals. Proper management of BCIL involves all
of the following:

-First hand knowledge of disabled persons

-Ability to commnicate with residents

-Familiarity with day to day support services (PCAs, trans-
portation, etc.)

-Knowledge of educational institutions and state rehabilita-
tion and social service agencies

-The ability to deal with human problems tactfully, and to
address fiscal problems aggressively.

The goal of BCIL's founders was to establish and maintain a small,
grassroots operation, with resident control, a small staff and low over-
head. The fiscal goal was to operate the program with Medicaid funds that
were already being spent to maintain the disabled individual in a chronic
care institution. Several of the people who are now in or who have grad-
uated from BCIL came from hospitals where they had been living for
several years at well over $100 per day. Put simply, the program was too
complex to be small scale. Most of the people associated with BCIL will
admit to management problems; they also believe that successful commmity
development includes a transfer of power and authority to minorities and
taking the risks that ensue. BCIL's founders insisted upon transferring
responsibility to the "BCIL consumers' and their elected representatives.
Federal and state regulations and buracracy make consumer control a
continuing issue and no simple answers exist.

An examination of the funding sources will indicate the complexity
of management and financial strands that must be taken into account.

For BCIL, the first year of the program requires integration of
several sources of funding:

a Medicaid per diem ocontract

a $5,000 bank loan

. a grant from the Massachusetts Rehabilitation Commission
a small grant from the Tristate Regional Medical Program.
. Supplemental Security Income.
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Before the first residents were taken in, BCIL had a preliminary
contract with Medicaid. The contract specified a per diem rate of $20
that required a state Rate Setting Commission review to finalize. Prior
to the review, Medicaid set and paid a rate on an emergency basis. One
month after BCIL began, this rate was confirmed by the rate setting comm-
ission and that rate prevailed for the first year.

Medicaid participates in BCIL's transitional and commmity living
programs by reimbursing BCIL for personal care services rendered to
Medicaid recipients. Medicaid requires BCIL to establish and maintain
a program of outreach and identification of potential candidates for
independent 1living and to locate and arrange appropriate housing and
commmity support services.

In the original Medicaid contract, residents of transitional housing
received $12 per day for personal care services and BCIL received $8 per
day for administrative overhead and consultants (The rate-setting commission
has since increased the basic per diem rate from $20 to $24.). Residents
of community living receive approximately $14 per day for cluster living
and $16 per day for those in independent living arrangements. While the
Medicaid program provided support for individuals within the BCIL pro-
gram in terms of a per diem rate for PCA's and medical consultation, it
did not provide program support such as supporting staff salaries.

Because of a three-month lag in time in supplying these funds, BCIL
plunged into the red in January, 1975, only four months into the program.
As the corporation did not have a credit rating, a bank loan for $5,000
was taken out in the corporations name with four individual co-signers.
This loan was repaid in June, 1976.

When it was six months underway, and cognizant of some of the finan-
cial problems ahead, BCIL submitted a proposal for an initial grant from
the Massachusetts Rehabilitation Commission. The grant was to be used
for such specific items as operation of a van, some equipment, and initial
staff salaries (director, secretary and daytime personal care coordinator).
The grant began in July, 1975. The money came from MRC in two ways:
through the Vocational Rehabilitation counselor's office, and through
the Comprehensive Employment and Training Act (CETA). All told, MRC support-
ed BCIL with funding for initial staff (executive director, secretary,
daytime personal care coordinator), equipment (purchase, modification, and
maintenance of a van &supplies (call systems, tools, and supplies for
water closet repairs). The director's and secretary's salaries were paid
out of the Vocational Rehabilitation Counselor's office as positions with-
in his office. These individuals were actually employees of MRC and the
positions were donated to BCIL. The daytime personal care coordinator
was paid by the CETA program through MRC.
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In addition, the MRC and other state vocational rehabilitation agencies
pay for college tuition, room and board costs up to $800 per semester for
their respective clients. Books, supplies, and transportation to the pro-
gram are also funded by vocational rehabilitation agencies. For many
residents, vocational rehabilitation provides an additional source of
assistance with BCIL room and board payment. To assure a smoothly running
educational program, a rehabilitation counselor from each region works
with his clients and establishes an Individual Written Rehabilitation Plan
(IWRP). This plan outlines the educational and/or vocational goals of
the resident.

With a continuing need for funds to pay PCAs, one of the BCIL board
members learned of funds available from the Tristate Regional Medical Pro-
gram. Originally earmarked for the New England Spinal Cord Injury Foun-
dation, the thousand dollar grant was made available to BCIL.

The third principal source of support came in the form of Supple-
mental Security Income (SSI). In January, 1974, the federal government
began mailing monthly payments to people in financial need who were 65
or older or who were blind or disabled. The program assures a basic
cash income for those eligible who have little or no regular cash income
and do not own much in the way of assets that can be turned into cash.
The basic federal payment nationwide assures that each eligible person
will have an income of at least $167.80 a month and each eligible couple
at least $251.80. Payment may be reduced if people have other income. The
social security office provides information about payment levels. Many
BCIL residents use the basic SSI grant to pay the room and board costs
of living at BCIL. Most transitional housing residents qualify for SSI,
as do many of the independent housing residents.

In addition to these sources of hard and soft money, people from
many walks of life provided in-kind services. The total consultant staff
(nurses, occupational therapists, physical therapists, psychologist, and
physicians) provided professional services without compensation. One LPN
who worked full-time at BCIL received some salary but also contributed
many services without reimbursement. The Boston University staff also
contributed in-kind services. The dean of Sargent College of Allied
Health and an individual from University Housing donated much valuable
time and knowledge. The Director of Buildings and Grounds also con-
tributed much in the way of room modifications. The Massachusetts
Easter Seals Society provided in-kind services of a physical therapist.

Management Requirements. The requirements of the management of
BCIL include developing, setting, and monitoring policy; raising funds
from various sources; hiring the executive director; establishing commmity
support; and serving as a resource to staff and residents.
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During the first years, BCIL management was somewhat chaotic,
frankly more reactive rather than planned. The financial integrity of
BCIL had always been a problem, but there had never seemed to be time ‘
to deal with it. The original financial management was run by a check-
book, without budgets or plans. On the positive side, BCIL management
did establish and has maintained good external relations by direct ties
through the Board. These good external relations have helped BCIL to
obtain grants and commmity support.

In addition to keeping up with the paperwork required to maintain
smooth financial operation, staffing BCIL involved juggling medical,
allied health, vocational, administrative and other supportive personnel.

BCIL's original staff consisted of a director and a part-time
bookkeeper who were paid by Massachusetts Rehabilitation Commission, and
a consulting team of a physiatrist (specialist in Rehabilitation Medi-
cine), a psychologist, a nurse, an occupational therapist, and a
physical therapist, The consulting team assist-
ed in determining the support service needs of each BCIL resident. Legal
counsel was provided by MRC.

Later additions included an assistant director who acted as a per-
sonal services coordinator and alleviated much of the workload and day-
to-day pressure on the director. As paperwork mounted a full-time
secretary was added in the third year.

The present administrative staff includes an executive director,
a personal services coordinator, a part-time bookkeeper, a secretary,
and a van driver. Other supporting BCIL staff includes a housing
adaptation specialist (occupational therapist) to coordinate all ser-
vices pertinent to a program participant's independent living require-
ments. A nurse provides consultation, training, and medical support
services to program participants, personal care assistants, and other
staff members. The daytime attendant acts as a PCA back-up during the
day and assists program participants in activities of daily living, =
The Night-time attendant is on call during the night to cover emergencies
and to provide assistance when necessary. Responsibilities of the Per-
sonal Care Assistant are outlined in a subsequent chapter.

The majority of both the Board of Directors and the staff are
persons with disabilities. Thus "consumers' are presently involved in
all levels of BCIL activity--in the administration of the Center, in the
planning of needed services, in program development and implementation
and in decision-making--and are committed to developing and refining a
commnity-based independent living program that best meets the needs of
disabled persons.
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SUMMARY

There were times during the first nine months, after the conception
of the idea, when the co-founders had real doubts that the program could
be developed. The first student who entered the program in September,
1974, ended those doubts. During the first year, some of the early
board members and staff had doubts about the fiscal stability of the
organization. BCIL is now in the black.

There were some doubts about BCIL's managerial stability, with major
changes in the board and staff, yet the dozens of disabled individuals now
living independently outside nursing homes and back bedrooms reflect BCIL's
successful programming. Some have questioned how BCIL can be viewed as
a "model" program that others might replicate. Hindsight does show lack
of managerial and financial sophistication. As the first Center for In-
dependent Living in New England, BCIL's development presented difficult
attitidinal and bureaucratic barriers. The three CILs that have developed
since and the four more that are in various stages of development around
New England have benefitted by both BCIL's mistakes and its precedents.

The co-founders' original objectives has been achieved. The Boston
Center for Independent not only exists, it enables persons who were
previously institutionalized, to bridge the gap to independent living
in the commmity. BCIL residents have experienced an improvement in
the quality of their lives. BCIL has succeeded in involving consumers,
including BCIL residents, in the day to day management of the
organization. A major BCIL success has been establishment of a hard
money program where substantial funding is assured and not solely de-
pendent on temporary grants. Another BCIL success has been broadening
its scope to include a commumity living program, thus enabling BCIL to
serve even more people than originally anticipated.

One indication of BCIL's impact is the fact that so many different
groups are asking BCIL to lecture, advise and consult with them. BCIL
has provided technical assistance to such diverse agencies as Medicaid,
Departments of Vocational Rehabilitation, and Housing Finance Agencies.
BCIL staff have also assisted a number of groups interested in establishing
CILs, not only in New England, but in states like Michigan, New York, and
Maryland and Washington, D.C.. Lectures and demonstrations have been
given to students in allied health programs, and a number of organizations
have invited BCIL to discuss transitional housing. BCIL staff members
serve on a statewide committee in Massachusetts, the Interagency Committee
on Independent Living, which is now developing a state policy on partici-
pant-directed personal care services.
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The county and state hospitals where many disabled individuals were
living before coming to BCIL were costing well over $100 per day. Medi-
caid now only pays a small portion of that for the same individual to
BCIL. The climbing costs of health care could be a final blow or a
growth incentive to the CIL movement. Medical progress will continue

to produce more and more severely physically disabled individuals who

will require personal care assistance on a daily basis. These persons
will continue to gravitate to hospitals and nursing homes as long as
cheaper alternatives are not available to the state. The key words are
""cheaper'' and "available," Centers for Independent Living must remain
available in every commmity. Cost controls must be built in to insure
that they continue to represent a less costly alternative than nursing
homes and chronic care institutions. If it is cheaper to warehouse dis-
abled individuals in such institutions, then only eternal vigilance by
the handicapped consumer organizations will prevent this from happening.
If, on the other hand, the CIL movement can offer a cheaper alternative
to the system, then the institutional system, and state governments will
welcome and support the CIL alternative.

Legislation and regulations can be altered to make it easier for
centers of independent living to be developed. Difficulty with recent
legislation and regulations include:

1. An inappropriately large emphasis on medical input and
supervision; and

7. An orientation toward institutional providers for service,
whether program management or personal care services.

Regulations are needed which will encourage the provision of funds
directly to the disabled individual for use in hiring and reimbursing his
or her own personal care provider. This would reduce agency overhead
and increase accountability of the care provider directly to the disabled
person.

Legislation to provide "front money' for starting new centers for
independent living is necessary.

HUD's new Office for Independent Living may help with housing.

Funds for personal care assistance may come from HEW's Medicaid or
Social Services programs. HEW's Rehabilitation Services Administration
gave Centers for Independent Living a boost in their manual Chapter 25
on Policy Development Consultation. Generally, the chapter lays out op-
tional methods for consumer involvement in the planning, delivery, and
evaluation of rehabilitation services. Specifically it presents the
following as one of the areas where consumer representatives should work
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closely with the state vocational rehabilitation agency's Director and
his or her representatives:

Assistance in the establishment of
specialized facilities and programs

to be operated by consumer and other

groups through funding by the State

agency, to meet the special needs of

the severely disabled applicant or client
such as peer counseling, centers for in-
dependent living, halfway houses, and

other transitional living arrangements,
transportation and post-employment services.

The Comprehensive Needs Study of Individuals with Most Severe Handi-
caps (Urban Institute 1975) presented ''the setting up of consumer run
self-help organizations to fill vital gaps in the disability service
delivery system'' as a major policy option for implementing rehabilitation
for independent living.

Our findings seem to indicate that one of the major
reasons why VR rejects clients for severity is that
they lack motivation. One of the factors we find in
persons with severe disabilities is lack of apprecia-
tion of their own worth. Whether it is the long period
of recovery from depression due to the crippling effects
of a serious accident, or the young person for the first
time coming out from under the overprotective environment
of the home, not to mention the '"attic' cases one still
runs across, the severely disabled person needs role
models, examples, energizing of himself to be willing to
meet the difficult job of not being dependent. Public
agencies are staffed with professionals. In many cases
they have little time and large responsibilities. Most
often they meet not with people but with clients, not
with peers but with the disabled.

Where does one go if one is quadriplegic in an electric
wheelchair to find a job, housing, transportation, friends,
and love? Not to a public agency.

But there is a reservoir of strength in a group, where some,
perhaps, may have '"made it'. Banded together they often
get concessions ‘from public programs or from reluctant
political figures. They can persuade a mayor to assure
that at least all new curbs will have curb cuts, or a
governor to forcefully address requirements for accessi-
bility in buildings constructed with public funds.
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They can swap tales about attendants, find people to
repair appliances and other devices.

We speak here of no ghetto of the disabled but of a
mechanism of self-help. This type of organization

can be seen as a resource to public agencies. Counse-
lors seek them out for help with an individual; they,
in turn, pressure the agencies to do more than they
might for given individuals. A number of such programs
are already in various stages of development. Perhaps
the best example is the Center for Independent Living
in Berkeley, California.

CIL grew out of the Physically Disabled Student Pro-
gram at the University of California, Berkeley, in

1972. It is staffed almost entirely by people with
severe disabilities. As a self-help group they have an
aggressive belief that the blind and disabled have a
right to be fully integrated into the commmity. One of
their primary methods is the development of peer group
support, peer counseling, and peer role modeling. As
activists, in addition to being advocates, they press
freely on the reluctances and limitations of legislative
law-making bodies and on tradition-bound agencies whose
services focus or array is adequate to meet their needs.
They set up and provide services themselves, since for
many of the severely handicapped the services required
are not in the domain of any given agency; instruction
in home remodeling, for example, or the assurance of
equipment repair, or an inventory of experienced atten-
dants.

Then, too, there are areas which many public agencies will
not easily touch, such as sex counseling for the severely
disabled. It is their disabilities, their lives, their
passion which will insure continued pressure on social
agencies to make their needs felt and met. It is unlikely
that any public agency could sustain such a role.

While not all such programs need be organized and operated
as CIL is, public policy-makers should investigate the po-
tential of such a model for filling in this needed function
in the rehabilitation system.
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In May, 1977, advocates for Centers for Independent Living were
well received at such diverse meetings as the Council of State Admin-
istrators of Vocational Rehabilitation, the American Coalition of Citi-
zens with Disabilities, and the White House Conference on Handicapped
Individuals.

The climate appears ripe for a major new federal legislative thru
for establishing a rehabilitation for independent living program. In
the past four years the percentage of VR directors supporting rehabili-
tation for independent living programs has climbed from 60% (NRA, 1973)
to 75% (Urban Institute, 1975) to 92% (CSAVR, 1977). President Carter,
in his position paper "Jimmy Carter on Americans with Disabilities',
stated that '"We must broaden the traditional concepts of rehabilitation
to include independent living as a supported rehabilitation objective."
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WORCESTER AREA TRANSITIONAL HOUSING, INCORPORATED

AN INDEPENDENT LIVING PROGRAM: ORIGINS, DEVELOPMENT AND COMMUNITY INVOLVEMENT

Worcester Area Transitional Housing, Incorporated (W.A.T.H.) is a
private, non-profit organization formed in April of 1975 for the purpose
of developing independent liviﬁg alternatives for individuals with a
severe physical disability, especially those residing in institutions or
at risk of institutionalization. The first program component, Transitional
Housing, began in June of 1976 when the first residents entered the nineteen
(19) dormitory-style apartments. Since that time, W.A.T.H. has added three
(3) other service programs and works with an average of 125 people per month,
The basic service areas are Transitional Housing, Community Based Independent
Living Programs, Job Training and Development, and Housing Development.

The following description of this agency will be presented i~ three

parts:

1. Origins and Development

2. Priorities and Methods for Developing Interagency
Relations and Community Resources

3. Philosophical Bases

This presentation is intended to convey the philosophical and practical
orientation of all W.A.T.H. programs; Independent Living is a right and
responsibility of the community and its members as a whole, not Jjust one agency.

Our community is the city and county of Worcester, Massachusetts.
Worcester, located in Central Massachusetts, has a population of approximately
175,000 individuals and the county nearly 500,000. Business is focused on
manufacturing, insurance and banking industries, and a variety of educational
and medical facilities are available.

This summary will mainly present the growth of W.A.T.H. and the community
in developing independent living services. There were, are, and will be problems.
We, so far, have maintained the commitment and support to continue and to see

change.



o : I. ORIGINS AND DEVELOPMENT

To clearly portray W.A.T.H. interrelations with other community resohrces,
the deseription of each program component will be divided to show those serv-
ices provided directly by W.A.T.H. staff, and those coordinated through inter-

agency agreements or availability.

Transitional Housing - Direct Services

The purpose of transitional housing is to assist severely physically
handicapped individuals to leave nursing homes, hospitals and dependent living
situations and to learn to live independently in the community. It is a
residential program with a capacity for nineteen (19) individuals. To meet
funding eligibility, participants must be at least 18 years of age, severely
physically handicapped (wheelchair mobile), emotionally and physically stable,
self-directive, and require physical assistance for daily living. Transition
from this program to independent living is anticipated in nine (9) months.

Primary services include independent living skills, training in areas such as

s

health maintenance, personal care assistance management, budgeting, transpor-
tafion,\advocacy, housing, etec. Aid in meéting physical needs is provided by
Personal Care Attendants (P.C.A.'s).

The personal care assistance system is consumer directed. Residents are
expected to learn their own physical needs and P.C.A. recruitment and manage-
ment skills. Through employment of personal care assistants, physical‘needs
are met at transitional and later in one's own permanent residence.

When Transitional Housing began direct funding for services was from
two'(2) sources; Title XIX from the Department of Public Welfare (DPW) on a
per diem per resident basis, and from an Innovative and Expansion Grant from
the Massachusetts Rehabilitation Commission (MRC). Allocations of funds for

the original program were as follows:

Personal Care Attendants DPW Title XIX

Administrative Services DPW Title XIX \
Director MRC Innovation & Expansion
Bookkeeper . MRC Innovation & Expansion
Registered Nurse MRC Innovation & Expansion

Equipment & Furniture : MRC Innovation & Expansion




During the next two (2) years, other staff were added; a secretary
through C.E.T.A. (Public Service Employment), a part—time education coordin-
tor through the Massachusetts Rehabilitation Commission (MRC) Innovation and
Expansion Grant. Allocation of funds available through the MRC I & E Grant
to other staff was accomplished through the increase and stabilization of the
resident per diem rate from Title XIX. Also through MRC funds a van was
purchased to provide transportation for residents who were eligible for MRC.

Currently, the service and administrative staff of the Transitional
Housing Program are funded almost entirely by the Department of Public Welfare

(DPW), Title XIX per diem with the following staff receiving some portion of

salary from this source:

Personal Care Attendants 100%
i Independent Living Program Directér

Registered Nurse

Education Coordinator

Executive Director

Financial Manager

Secretary

Residents in the program pay for their rent and food from their disa-

bility benefit incomes; SSI; SSDI, V.A., etc.

Transitional Housing - Interagency and Community Resources

The goal of Transitional Housing is to encourage community living and

the individual'’s ability to get needs met in the community. Examples of
ol e

services used by residents include, but are definitely not limited to, educa-

tional/vocational, rehabilitation and housing. Formal relationships with other
service agencies vary with frequency of use and importance of the service.

A primary resource for educational and vocational services is the local

Massachusetts Rehabilitation Commission (MRC) counselor and all residents are
referred to MRC. Since the program's inception, a designated liaison counselor
has participated as a member of the interview team for p@fential residents,

and the monthly review team. Through their status as MRC clients, residents
may become eligible for services ranging from pre-vocational evaluations

through college tuition. These plans can be continued when an individual




moves to their own home in the community. Other educational and vocational

resources are the Adult Learning Center (for high school diplomas via GED),
C.E.T.A. and various Jjunicr and four-year colleges.

Primary needs we have found for physical rehabilitation services are basic

‘medical coverage, occupational, physical and speech therapies and adaptive

equipment. Residents are assisted in finding and developing a relationship
with ajprﬁmqr§‘care physician. Occupational, physical and speech therapies
are providedl;t community based out-patient rehabilitation centers. As part
of the occupational therapy evaluation, adaptive equipment may be recommended.
Fundiﬁg for therapies and equipment is through the individual's medicaid or
medicare health coverage, or from MRC as part of evaluation and restoration
services. Private organizations such as the Muscular Dystrophy Association
have also provided equipment.

The Central Massachusetts Rehabilitation Center of Worcester offers two
(2) services especially important to residents. These are a wheelchair clinic
at which the consumer, a physiatrist, physical therapist and wheelchair vendor(s)
are present., This intensive evaluation technique is used to facilitate the
consumer's ability to get a wheelchair fitted to meet their physical needs and’
lifestyle. Also, this centef offers a driver education program for a range of
physically handicapped individuals who need training in specially modified
vehicles.,

A major resource for financial assistance with housing is the Section 8
housing. certificate, through which an individual pays 25% of income for rent
in a privately owned apartment that meets fair market requirements. Repre-
sentatives of the Worcester Housing Authority meet with residents to determine
their eligibility and to do re-evaluations. This process helps individuals
to understand tenant responsibilities and provides an invaluable resource for
finding permanent housing in a market where the need for barrier—free housing
far exceeds the supply. W.A.T.H. has worked with the Worcester Housing Authority
to modify their Section 8 orientation program for all individuals needing barrier-
free housing. Assistance for housing modification comes frdm the MRC and,
occasionally, from individual and family funds.

" W.A.T.H. residents can also benefit from communi ty recreation, entertain-

ment, rpublic libraries, legal services and the range of activities available -



to the residents of the city. The barriers to participation and receipt of
services tend to be transportation and physical accessibility. W.A.T.H.
staff and residents are encouraged to advocate and to assist the community

in developing greater accessibility.

Community-Based Independent Living Programs

Fee For Service - Direct Services

The purpose of this program is to assist individuals residing in the

community in developing and using their independent living skills. Training

and evaluation cover medical and non-medical issues, including evaluations

for P.C.A. services, health maintenance, housing, transportation, etc. This
program began on January 1, 1979. The geographical service area is Worcester
County.

Funding is a fee-for-service basis from DPW, Title XIX for medical
services and by MRC for non-medical. A state funded P.C.A. contract, with
the Massachusetts Rehabilitation Commission, covers evaluation and P.C.A.
payments for those individuals who are employed and no longer eligible for
medicaid (Title XIX).

Staff which provides these services are the registered nurse, occupa-
tional therapist and education coordinator. Fees are intended to reflect
administrative costs for bookkeeping and management. A major bookkeeping
function is the processing of P.C.A. payments, which under Title XIX Regula-
tions, cannot be directly reimbursed to consumers. A major need for develop-
ment in the P.C.A. system is the speed and promptness of processiﬁg funds

from the Department of Public Welfare.

Interagency and Community Resources

A1l of the resources mentioned in the description of the Transitional
Housing Program may be used, but the availability varies considerably from
town to town. It is the responsibility of the staff and participant to

identify and advocate for service in their area.




(¢

/

‘ Community Based Independent Living Program

Title VII, Part B - Direct Services

In October of 1979, W.A.T.H. became a recipient of a portién of -
Independent Living funds awarded to the Massachusetts Rehabilitation Commission

under Title VII, Part B. The primary services of this program are outreach,

advocacy. and: skills training to those severely physically handioapped'indi—

‘widuals who may be able to live more independently, but have been considered

ineligible for vocational rehabilitation services. The service area is
Worcester County. Staff responsible for this program are:

Community Advocates

Independent Living Program Dir:ctor

“Executive Director
Secretary

The community advocates are fully funded under this-program; other staff

salaries are proportioned.

Interagency and Commuﬁity Resources

MQPreviously mentioned resources basic to independent living will be used.
A main focus of this program is identifying eligible indiViduals'and new

resources and planning for coordination of independént living services in the

- community. . Cooperation has. been sought from other éervice_égencies, and long~ -

‘term care facilities to identify referrals. A planning group has met with

feproSentatives of groups and agencies concerned with mental health, develop- .

. mental disabilities, speech and hearing, epilepsy and seoere physical“disabil—

.ity . This group hopes to meet once a month to explore resources and 1dent1fy

some prlorlty needs within Worcester County.

Housing Development

Throughout its hlstory, W.A.T.H. has identified the lack of barrler-free '
hous1ng as a major obstacle to individuals achieving and malntalnlng an ‘ '
independent life style. To assist in meeting this need, W.A.T. H ‘has applled ‘

to state and federal sources for funding for actual construction of housing -



.(Offlce of Communlty & Development) and the Massachusetts Rehabllltatlon

units which are designed to be free of architectural and communications

barriers. To date, funding has been awarded from two (2) sources;'68§ appro-

priations for the Commonwealth of Massachusetts ‘and from 202 approprlatlons
of Hous1ng and Urban Development (HUD),

‘The. Massachusetts Legislature has appropriated specific funds for the
development of housing for the handicapped. This.program,.689, is coordinated
by the 0ffice of Communities. and Development, and.reqﬁires a four-member
affiliation agreement between Communities and Development, a local Housing
Authority, the Massachusetts Rehabilitation Commission and a sponsor, such
as W.A.T.H. W.A.T.H. is currently sponsoring two (2) 689 srogréms, one (1)
for twenty-four (24) apartment units and another for eight (8), and has begun
negotiating for affiliation with two (2) other housing authorities.

The HUD program, under 202, is also designed for the development of hous-

-ing for the handicapped. W.A.T.H. is in the process of developing forty-eight

(48) units of barrier free apartment housing in the City of Worcester under
this progra@.

Almost all W.A.T.H. staff, board members and many program participants
have been involved in activities related to this housing, submitting applica-
tions, consulting on design and coordinating the development teams. Unfor-
tunately, no mechanism for funding for the sponsor agency i.e. W.A.T.H. has
been identified and implemented. Active planning is being done in this area,

SO that relatively small non—proflts can continue and maintain these develop-

ment efforts.

Interagency and Community Resources

’

The development of housing, either by new construction or rehabilitation,
réQuires extensive coordination of agency and community resources. Formal
agreements of substantial support are needed from the local Housing Authority,
the 0ffice of Planning and Community Development or othsrlcity plannisg office
representative of city or town management, local consumer groups, local legis-

lators, local rehabllltatlon and service agencies, the state planning agency

Commlss1on, to name a few.
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Community and neighborhood resources are reviewed for their ability to
offer a livable neighborhood for prospective tenants. Accessibility and
availability of stores, transportation, educational and employment oppor-
tﬁhities,'reéreatioﬁland social rehabilitation and medical serviqes are all

considered.

ooy

Job Training and Development - Direct ‘Services

The Job Training and Development Program began in April of 1977. The

goals are to assist individuals in learning the skills necessary for a
speci%ﬁc job, and obtaining gmployment. Participant eligibility is determined
by the existence of a physical disability, C.E.T.A. income requirements, and
prepapedneséhfop training placement. Funding is from the €Comprehensive Employ-
ment and Training Act (C.E.T.A.), Title II B.
The staffing includes the following:

Program Director .

Job Developers

Job Counselors

Secretary
Bookkeeper, part-time

Direct services provided by W.A.T.H. include assessment and orientation,
follow-up, job development and consultation to employers regarding job modi-
fications and general accessibility. The job training is provided via a
formal agreement with a business or industry whose supervisory staff does the
instruction in skills necessary to the job. This training is done at the
actual job site. Trainees are paid a stipend through the C.E.T.A. Grant.
Staff maintains contact with the trainee and employer to review progress and

determine the trainee's readiness for an unsubsidized position.

Interagency and Community Resources

The Job Training Program uses three (3) main resources; comprehensive

vocational and rehabilitation assessments, the city's Special Mobility .

Impaired Transportation System (S.M.I.T.S.) and employers. The asseséments
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usually four (4) week evaluations, performed at workshops and physical and

occupatlonal therapy reports can be critical to the job counselor's ab111ty
to work with a trainee in clarlfylng vocational goals. These assessments
are usually made. available by the MRC counselor or from previous‘rehabilita—
tion records. _ .
gl Forcmany,individuals, transportation becomes a major factor in obtaining
and malnyalnlng\employment The S.M.I.T.S. service, operated by the Worcester
.Regional Transit, Authority and the local Age Center, operates five (5) days
ra.week from 7:00 a.m. to 6:00 p.m., and is available to mobility 1mpa1red
residents of the community fof a minimal fare. _
i-Industries and businesses which will provide training sites and. jobs are
zthe key community resource. The program's relationship with employeré is
bbaspﬁ;ggrpurlability to assist employers in identifying and training competent
'employeg§w An incentive to employers has been that funding for trainee's
agpipqnds.isﬁgromgt,and requires minimal paperwork. A disincentive has been
that many employers want to hire directly without the training period. Under
the regulatioﬁs’of C.E.T.A., Title II B, all participants must participate in’
a-training phase. A goal of the Job Training Program is to develoy funding

for direct placement.
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II. PRIORITIES AND METHODS FOR DEVELOPING

INTERAGENCY RELATIONS AND COMMUNITY RESQURCES

e

‘As W,A.T.H.'s pufpose is to assist individuals with a substantial
physical disability to live independently in the community, we make two (2)
basic assumﬁtioﬁS{‘ One, participants in our program caﬁ live independently . b
with a range of'support services which are being, or reasonably can be,
provided. Two,ﬁébmmqnity resources available and often néeded by all citi-
zens of a community can reasonably be made available to its citizens who are
handicapped. Since its beginning, W.A.T.H. has proceeded with identifying
and maintaining relationships with existent agencies and resources and
encouraging the development of new resources where none exist. ‘ B '
Program participants have consistently identified the following. priority
areas, although order of priority varies with the individual: .
. Ph&sical Assistance with Daily Needs
Housing
Medical/Rehabilitation Services
Transportation
Education/Employment
Community Involvement - Recreation, Civic’
Organization
G. General Consumer Services < Mercantile,
i Legal, Psychological, Entertainment

mEmo oW

W.A.T.H.'s participation in maintaining and developing resources involves

s

- program pér%ieipants, members of the board and staff. The type of involvement

varies depending upon the availability and accessibility of an ekistent service,

| the need to develop a new service and the -level of de01S1on—mak1ng authority—-

1nd1v1dual 1ocal, state or federal,

The forms of participation with other agencies and resources: vary from
cooperatlon between staff members to formal staff representation 1n ‘services

to membershlp on various committees and boards. For example:

A. Intra—Staff Cooperation

"~ .. In planning training sessions on sexuality the
education coordinator requested and obtained
rparticipation of staff of the local Family
Planning organization in facilitating the
workshops. This arrangement provides informa-
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tion to participants while familiarizing them
“directly with a resource available  to all
community residents, and increases the other
agency's, awareness of and need to respond to a
client with a physical handicap. W.A.T.H. staff
may alsc provide an accessibility survey in
exchange for training services.

B. Formal Staff Representation

The local MRC office has selected a vocational
rehabilitation counselor to be liaison to the
W.A.T.H. program. This individual is .a formal
member of the team which interviews prospective
residents of Transitional Housing and also the
resident review team.

C. Formal Committee and Board Meﬁbership

Representatives of W.A.T.H. are members of

various local and statewide boards concerned with
implementation of 504, consumer coalitions, trans=
portation, the general provision of human services,
and employment of the. handicapped. The intention
is. to assist in the documentation of need and
accomplishment.

For issues regulated ét a state or federal level, such as'employmené
disincentives and requirements for barrier-free design, W.A.T.H. has coordin-
ated with other Independent Living Programs in the state and program partici-
pants have presented public.testimony and documented need to state and federal .
legislators.

In summary, interagency cooperation and coordination with other community

. resources are an absolutely essential responsibility and purpose of our program.

Participation in community planning and awareness activities is a part of each
staff members' job description, and each participanté' orientation to independent
living. It may be that because one résident from Transitional Housing was
interviewed by a local reporter about the need for barrier-free housing that
private landlords called who were willing to have ramps -installed in their

apartments. Or, it may mean that because of coordinated written testimony

a statewide regulation was changed. Time and attention spent on interaction

with the community, which we hope will become more accessible, is necessary.
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IITI. PHILOSOPHICAL BASIS

The original incorporators of Wércester Area Transitional Housing,
Incorporated adopted within their bylaws language which continges to reflect
the philosophical orientation of the agency to its program participants and
the community. ' ' - l

Policy decisions made by present staff and board members refer to those

basic ﬁndersténdings Three (3) items of the bylaws are particularly 1mpor—

‘tant in deflnlng services and relationships to the community and program

participants. These are:

1. The purpose of the organization is to develop
alternatives for independent living for individuals
with a severe physical disability. :

2. These alternatives are to be developed within the
community.

3. All recipients of services of W.A.T.H. programs
(program participants currently almost 200) are
members of the corporation and entitled to make
nominations to the board and vote at the annual
meeting.

The implications of these bylaws and the corresponding decisions which ,
are made provide an underlying structure for the agency. The fact that W.A.T.H.

is mandated to develop "alternatives" has been interpreted to mean that we

understand that all individuals are not the same and do not need the same
services, nor should an individual be required to accept more serv1ces than
they need or want. Implementation of this policy is reflected in the range

of services provided by the program. Should an individual need and want

-extensive involvement such as participation in Transitional Housing or a

series of training sessions, this is available. Likewise, it is possible for
the agency to provide only fiscal processing for P.C.A. payments with an annual
re-evaluation. We will continue to develop programs which facilitate maximal
independence from a service provider, if desired. HoweQer, the program seeks
to maintain and substantially enhance the spectrum of independent living
services available to participants as their lifestyles, health and/or community
support systems change. A

 The decision that these alternatives are to-be developed in the community

stresses W.A.T.H.'s commitment to encouraging the responsiveness and development

. of the community so that able-bodied and handicapped individuaIS'caﬁ choose to
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live, work and play in Ehe same places. Reflection of this policy can

seen in the 'on-site" nature of the job training program (see page 8) in ‘
the use of community resources and agencies for rehabilitation and educational
services -and the participation in community activities. However, practical
compromises have been made in these areas. Development of housing through
funds specified for occupancy by handicapped tenants is an example.' This
housing is beiﬁg éevelqped with as many family units as possible, and within
residential community neighborhocds, and can assist in addressing the need for
barrier-free housing. The agency must continue all efforts to encourage
barrier-free construction in other private and public developments within the
community. '

The involvement of program participants as members of the corporatibn '

supports the basis of the agency's relationship with all recipients of services.:
- This is a system of rights and responsibilities. The consumer-directed P.C.A.

program, the training and advocacy procedures are structured to maximize an

individual's options for lifestyles and service providers.. Participants are

also expected to accept responsibility for their decisions and encouraged to

participate in programmatic and consumer issues. This participation may

involve consultation on housing design, testimony at public hearings, member-

ship on the board and advocacy by and for one's sglf. ‘

The original incorporators of Worcester Arsa Transitional Housing, Inc.,
many of whom are still directors of the board, presented a thoughtfﬁl and -

sound set of guidelines which allow for programmatic growth within éléar.

statements of purpose.
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National Center

for a
Barrier Free
Environment

Volume 5 Number 5

Washington, D.C.
September/October 1979

NCBFE to Develop Access Center;

New Positions Available

The National Center for a Barrier Free Environ-
ment (NCBFE) has announced plans for a major
expansion of its accessibility-related services.
The new effort has been made possible by a
contract recently awarded to NCBFE through an
inter-agency funding agreement between HEW's
Office of Civil Rights and the Community Ser-
vices Administration. The contract calls for the
National Center to develop, under its auspices, an
Access Center which will become the nation’s
most comprehensive source of information, edu-
cation, technical assistance and research on
accessibility matters. The Access Center's pro-
grams will be an extension of the services which
I{CBFE has been providing since 1974.

According to NCBFE Executive Director Jack
Armstrong, the Access Center will include a com-
puterized information system/data bank, a tele-
phone “Hot Line”, technical assistance services
and an extensive publications program. “The im-
plementation of Section 504 of the Rehabilitation
Act of 1973 is causing a tremendous demand
from Federal fund recipients for information
about accessibility and barrier free design,” he
said. “The Access Center will be designed to
provide such information, as well as assistance
with problems related to the creation of an acces-
sible environment. We anticipate participation
by other Federal agencies during the coming
year, and the Access Center should eventually
become a centralized resource which any Fed-
eral agency can use to respond to inquiries from
its fund recipients. The Access Center’s services
will, of course, also be available to the general
public.” More detailed information about the
Access Center will appear in the next issue of
REPORT.

The development of the Access Center project
will make available seven new positions within the
National Center, and applications are being in-
vited immediately. The following is a description

of the positions, as presently envisioned, by area
of responsibility:

INFORMATION SERVICES

Information Services Coordinator. Responsible
for establishing computerized information sys-
tem/data bank, developing information source
network, reviewing existing materials and acquir-
ing new ones. Will have overall responsibility for
response to requests for information. Should
have graduate degree in library science (or
equivalent experience), with an orientation to in-
formation services and experience in utilizing a
computerized data bank.

Information Specialist. Will assist Information
Services Coordinator in all areas of responsibility
and devote major effort to telephone “Hot Line”
service and research on selected accessibility
issues. Bachelor’'s degree in library science (or
equivalent experience) preferred.

Information Services Secretary. Will process
requests for information as directed by Informa-
tion Services Coordinator and Information Special-
ist. Responsible for maintaining records of all
inquiries and providing clerical support to other
Information Services staff members. Excellent
secretarial skills required.

ACCESSIBILITY DESIGN RESOURCES

Design Resources Coordinator. Responsible
for developing a national network of technical
Continued on Page 8

NCBFE’s New Address

As of October 15, the National Center for
a Barrier Free Environment will be located in
new headquarters in downtown Washington,
D.C. The National Center’s new mailing address
is: Suite 1006, 1140 Connecticut Avenue, N.W.,
Washington, D.C. 20036. The Center's new
telephone number will be announced in the
next issue of REPORT.

nding Members

~.e2rican Institute of Architects
American Society of Interior Designers
Disabled American Veterans
Gallaudet College
Goodwill Industries of America, Inc.
National Congress of Organizations

of the Physically Handicapped

National Easter Seal Society for
Crippled Children and Adults

National Rehabilitation Association

National Spinal Cord Injury
Foundation

Paralyzed Veterans of America, Inc.

President's Committee on Employment
of the Handicapped




CREATIVE CONCEPTS

Decision Near on International
Symbol for Deafness

As part of a world-wide effort to increase public
awareness about deafness and to assist in elimi-
nating the communications barriers which con-
front people with hearing impairments, an Interna-
tional Symbol for Deafness will soon be approved
for use throughout the world. The major push
toward the development of an International
Symbol came from a task force organized co-
operatively by the National Association of the
Deaf (NAD), Gallaudet College, and the Model
Secondary School for the Deaf of Washington,
D.C. The task force has been working together
with groups from other countries for more than
two years in an attempt to reach agreement on a
universally-recognizable symbol. The culmination
of their work is now within sight.

SYMBOL A

Last January, the NAD Board of Directors
endorsed a conceptual design symbol (symbol
A, shown on this page) for presentation and
recommendation to the VIlith World Congress of
the World Federation of the Deaf, which was held
in Bulgaria in June. NAD also stipulated that
symbols B and C, which demonstrate “the posi-
tive side of deafness” be presented to the World
Congress as secondary suggestions. After re-
viewing designs submitted by a number of coun-
tries, the delegates to the World Congress decided
that one of the three symbols recommended by
NAD will become the officially-endorsed Interna-
tional Symbol. Representatives of 66 participating
nations are to communicate their preferences no
later than this November, and the final selection
will be based on those responses.

The movement to develop an International
Symbol for Deafness grew in large part from the
successful use of the International Symbol of
Access in creating public awareness about the
accessibility needs of people with physical dis-
abilities. Deafness is still the most invisible dis-
ability, and much too little attention has been
given to the communications barriers which con-
front people with hearing impairments. The wide-
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spread use of the International Symbol for Deaf-
ness should help in a variety of ways to reduce
the social isolation which deaf people often en-

SYMBOL B

A

As presently envisioned, the new Symbol could
be used at the discretion of a person having a
hearing impairment to make others aware of his
or her impairment. Examples of such use would
be the appearance of the Symbol either on a card
in the person’s wallet or on a lapel pin. The
symbol could also be used in public places to
indicate the availability of TTY’s or people with
knowledge of sign language, to highlight movies
or television programs with captions, etc. The list
of uses will undoubtedly grow as the Symbol
gains international recognition.

To obtain further details about the developmen
and implementation of the International Symbol
for Deafness, write Herbert C. Bounds Pearson,
Model Secondary School for the Deaf, Kendall
Green, Washington, D.C. 20002.

SYMBOL C

REPORT is published bi-monthly by the National
Center for a Barrier Free Environment, Suite 1006,
1140 Connecticut Avenue, N.W., Washington, D.C.
20036. The contents are for informational purposes only
and do not necessarily represent the opinions of the
Board of Directors or the membership of the Na-
tional Center. Inquiries and/or information should be
addressed to Jack Armstrong, Executive Director, at
the address shown above.




MORE THAN. 3-0"

DESIGN DIRECTIONS

— = OVER CURRENT DEVICES,
‘V; SUCH AS CIACUIT BREAKERS,
I

The proper placement of controls and fixtures
is essential in order to insure that building in-
teriors are usable by people in wheelchairs. All
switches and controls for light, power, heat, ven-
tilation, fire alarms, draperies, windows and doors
should be placed no higher than four feet (48")
from the floor. Accessible telephones should
also be mounted so that the operating mechan-
isms are no higher than 48", and space should be
provided to allow a wheelchair to approach
parallel to the phone. In order to be usable by
both disabled and able-bodied people, water
fountains should be mounted so that the edge
of the basin is no more than 36" above the floor.
If the water cooler is higher than 36", a small
fountain with the rim of the basin no higher than
30" should also be provided. The accompanying
drawings and specifications are accurate inter-
pretations of accessibility requirements pending
the final publication of the revised ANSI Stan-
dard. They are reprinted from “An lllustrated
Handbook of the Handicapped Section of the
North Carolina State Building Code”.
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ACCESSIBILITY ACTION

1980 International Meetings. Two major interna-
tional gatherings at which accessibility issues will
be important topics of discussion have been
scheduled for 1980.

Houston, Texas, will be the site of the Third In-

ternational Congress on Physically Handicapped

Individuals Who Use Assistive Devices. The theme
of the Congress, which will be held from April
10-15, is: “Improving the Quality of the Handi-
capped Person’s Community Life: Today and
Tomorrow”. The program will include issue fo-
rums on a wide range of topics (including en-
vironmental design, mobility, living arrangements,
and equal access to full citizenship), plenary
sessions, roundtable groups, paper sessions, a
film festival and an exposition area. An additional
feature will be a design competition open to both
students and professionals. For detailed program
information, write: William A. Spencer, MD, Presi-
dent, Scientific Program Committee, 1333 Mour-
sund Avenue, Houston, Texas 77030.

" The 1980 World Congress of Rehabilitation In-
ternational will be held from June 23-27 in Winni-
peg, Manitoba, Canada. The week-long program
will feature plenary sessions, seminars, sectional
meetings, workshops, an exhibition and a pho-
tography contest. Included on the program are
extensive  discussions on means of integrating
disabled persons into education, housing, trans-
portation and the workplace. Information about
the Congress is available from the Congress
Secretariat, 1980 World Congress, ¢/o Canadian
Rehabilitation Council for the Disabled, P.O. Box
1980, Winnipeg, Manitoba, Canada R3C 3R3.

Access Hotline. The City of Charlotte, North Caro-
lina, is taking a new approach to the traditional
community access guide. Rather than publish a
directory, three organizations are working to-
gether to develop a 24-hour telephone hotline
service with accessibility information on all types
of facilities throughout the community. The ser-
vice, which will be operational next March, will be
maintained by the Charlotte-Mecklenburg Infor-
mation and Referral Service and will give a caller
specific information about accessibility features in
restaurants, office buildings, department stores,
"specialty shops, parks, churches and other public
places. Businesses considered accessible by the
hotline service will display the International Sym-
bol of Accessibility on the premises, as well as in
newspaper and yellow page advertisements.
Sponsoring organizations for the service include
the Mayor’'s Committee on Employment of the
Handicapped, North Carolina Rehabilitation As-
sociation, and the Metrolina Chapter of the Na-
tional Spinal Cord Injury Foundation. For addi-
tional information about the hotline, write: Peggy
Matheny, Mayor's Commitiee on Employment of
. the Handicapped, 600 East Trade Street, Char-
lotte, North Carolina 28202.
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Wyoming Governor’s Task Force. Governor Ed
Herschler of Wyoming has set in motion a series
of activities designed to ensure that all state
owned and leased buildings are accessible to”
persons with disabilities. After a survey of all,
state agencies indicated a lack of awareness.
about accessibility requirements, the Governor’s
504 Task Force held seminars around the- state,
distributed a brochure explaining the impact of
Section 504, began to publish a quarterly news-
letter, and offered technical assistance services
to state agencies. During the past summer, two -
three-member survey teams representing the
Governor's Task Force made on-site assessments
of more than 500 of the highest priority state
buildings. Each day during the survey, photos and -
site reviews were mailed to0 a central office, where
they were reviewed and assessed by a contracted
architectural team. The architects estimated retro-
fit costs and traveled to those sites where major
architectural changes were necessary. The activi-
ties of the task force have generated considerable
interest. from private sector businesses and or-
ganizations as well. Many private sector groups
have voluntarily submitted plans for construction

and/or renovation to the task force office to in- -

sure that their facilities will be accessible. For
more information about the activities and plans of
the Task Force, write David C. Andrews, Special
Services Supervisor, State Division of Vocational
Rehabilitation, Hathaway Building, Cheyenne,
Wyomlng 82002 o

Wyoming Governor Ed Herschler (left) joins survey team
members Dave Reng, Stan Torvick, and Dav:d Andrews in
preparation for site visits.

New Tax Deduction Bill.

(R-Kansas) has introduced the' newest and

strongest bill to date concerning the extension.
of the tax deduction now available to businesses - -

for making facilities accessible to disabled peo--
ple.. While a number of bills introduced earlier
would make the deduction a permanent provision
of the Internal Revenue Code (see REPORT, May/
June, 1979), Senator Dole’s bill—S.7694—would
both make the deduction permanent and increase
the allowable deduction in a given year fro(
$25,000 to $100,000. The existing provision, whica—

is considered to be an important incentive for

accessibility modifications in the private sector
will expire at the end of 1979 unless it is ex-
tended by Congressional action.

Senator. Robert Dole

)

,,/




News Services. Three innovative news services,
designed for visually and hearing impaired con-
stituencies, have come to 'REPORT’s attention in
_ recent weeks. In Denver, news items of interest to
“~he area’s deaf and hearing impaired population
are made available through-a TTY news service
called 'TTY Dial-A-News. The Dial-A-News pro-
gram, -operated by the Denver Center on Deaf-
ness, covers a variety of available services, as
well as local and national news items of interest
to deaf people. The TTY service supplements a

monthly newsletter published by the Center on -

Deafness. Equipment for the program was pur-

.chased through a major gift from the “Donate
Once Club” of Rocky Flats, a division of Rockwell
International. The telephone number for Dial-A-
News is (303) 758-8542. For additional informa-
-tion, write the Denver Center on Deafness, Room
105, 2120 South Holly, Denver; CO 80222.

) In New York, a radio information service is pro-
vided for an estimated 100,000 visually and physi-
cally print-handicapped adults through the In
Touch Networks. Special radio receivers are pro-
vided to handicapped persons, and volunteers
read newspapers, magazines and books, and give
details on supermarket and department store
sales, employment opportunities, community

- events etc. Regular features include call-in shows,
radio drama, health programs and independent
living courses. A new series of consumer educa-

. tion programs, made possible under a grant from

SEW, will offer tips on consumer rights, inflation-

jghting shopping skills, tax deductions, insur-

ance, tenants’ rights, money management and a

host of other topics. Information about the service

-may be obtained from In Touch Networks, Inc.,
322 West 48th Street, New York, NY 10036.

The Xavier Society for the Blind offers a Deaf-
blind News Summary which is mailed bi-weekly to
deaf-blind adults. The newsletter is published in
both Grade | (uncontracted) Braille and large
print. Written in easy-to-read English, the Deaf-
blind News Summary is intended to assist deaf-
blind persons who have a limited knowledge of
the English language to keep abreast of current
events. A typical edition will feature basic back-
ground information on several major national
and international news stories. There is no charge
for the service, To receive the News Summary, or
to learn more about the Xavier Society, write to
Karen Jernigan, Deafblind Department, Xavier
Society for the Blind, 154 East 23rd Street, New
York, NY 10010.

Telephone Services. The Bell System has issued
a booklet entitled Services for Special Needs to
inform- persons with hearing, visual, speech or
motion impairments about telephone equipment
and services which can be of assistance. The 24-
page brochure presents a wide range of options
r persons who have difficulty using the tele-
~~.lone, and it also suggests possible aids for
homebound students who wish to keep up with
their studies. Copies of the booklet, as well as
additional information about telephone services
for handicapped people, may be obtained by con-
tacting a local Bell Telephone business office.
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Accessibility Update. The National Easter Seal
Society has announced plans for an “Accessibil-
ity Update” program as part of its annual con-
vention. The program is scheduled for 9:00 a.m.
on Friday, November 16, at the Philadelphia Mar-
riott -Hotel in Philadelphia. Highlights will include
a preview of the revised ANSI Standard A 117.1, a
discussion concerning compliance with Federal
504 regulations, and an examination of provisions
for accessibility jn model Building Codes. A spe-
cial feature of the session will be the first presen-
tation of the Leon Chatelain Award, which was
recently established by the Society in order to re-
cognize the outstanding c¢ontributions of individ-
uals who are working toward the development of
a barrier free environment. The award is named in
honor of the late Leon Chatelain, Jr., who was
one of the driving forces behind the approval of
both the original ANSI Standard and the Archi-
tectural Barriers Act of 1968. Mr Chatelain, who
died during 1979, served as president of both the
National Easter Seal Society and the American In-
stitute of Architects and as chairman of the Na-
tional Commission on Architectural Barriers and
the Barrier Free Design Committee of the Presi-
dent's Committee on Employment of the Handi-
capped. The award will be presented periodically
to individuals who have provided outstanding -
leadership to a national effort having a positive in-
fluence on the accessibility movement. For addi-
tional information about the program, contact:
Rita McGaughey, National Easter Seal Society,
2023 W. Ogden Avenue, Chicago, lllinois 60612.

Barriers Game. A board game, intended to cap-
ture -the frustrations encountered by people. in
wheelchairs, has been developed for use as an
awareness tool in schools around the country.

Barriers, the Access Game gives players an op-

portunity to travel around six city blocks where
they will encounter architectural and transporta-
tion barriers of various kinds. The first person to
make the circuit successfully is the winner, but
doing so will require that that person overcome
such problems as curbs without curb cuts, in-
accessible buildings, narrow doorways, plush
carpeting and ramps with excessive inclines. The
game does not deal with other types of disabili-
ties. To learn more about Barriers, contact
Message Management Consultants, P.O. Box
20010, Indianapolis, IN 46220. ’

Address Notations

Two articles in the July/August issue of
REPORT have resulted in a number of in-
quiries about the addresses of organizations
which were mentioned.

The address which appeared in the article
about the Museum Access Planning Sources
(MAPS) package was incorrect. The correct
address for Skye Pictures, Inc., is: 2225
Floyd Avenue, Richmond, Virginia 23220.

The new address for the U.S. Council for
the International Year of Disabled Persons is:
1156 15th Street, N.W., Washington, D.C.
20005.




PUBLICATIONS

Product Inventory. The National Handicap Hous-
ing Institute has developed a catalogue of prod-
ucts which will assist persons who are designing
or building barrier free housing to choose intelli-
gently among the wide variety of appliances,
hardware items, bath and plumbing fixtures and
other equipment necessary for accessibility. The
Product Inventory of Hardware, Equipment and
Appliances for Barrier Free Design contains more
than 400 pages of listings organized into general
product headings. The listings include pictures,
summaries of features and approximate prices of
500 manufactured products available for resi-
dential, commercial and industrial use. Each sec-
tion begins with general comments about the
values and problems of the product for people
with disabilities. A check-list of available features
is presented for many of the products, as are
evaluative comments resulting from the Institute’s
survey of the products. The cost of the Product
Inventory is $12.00 per copy for consumers or non-
profit organizations and $20.00 per copy for pro-
fessionals. Write the National Handicap Housing
Institute, 12 South Sixth Street, Suite 1216,
Minneapolis, Minnesota 55402.

Bibliographies and Listings, Three new listings of
materials on accessibility-related topics are now
available.

Transportation for the Handicapped is a 32-
page annotated bibliography listing those hold-
ings of the Institute of Transportation Studies
Library at the University of California at Berkeley
which refer to the transportation needs of handi-
capped citizens. The listing is divided into subject
areas, including general information, case studies,
theoretical works, design considerations, techni-
cal studies and foreign sources. The document
may be obtained for $3.00 per copy from Vance
Bibliographies, P.O. Box 229, Monticello, lllinois
61856.

The U.S. Library of Congress has issued two
documents of interest. Accessibility: Designing
Buildings for the Needs of Handicapped Persons
is a 17-page annotated bibliography intended as
an introduction to the subject for architects,
administrators and other persons planning ac-
cessible facilities. It includes subject headings
such as The Law, Standards, Public Buildings and
Institutions, Domestic Architecture, and Travel
and Transportation. Information for Handicapped
Travelers, an 11-page reference circular, lists
travel information centers and special transpor-
tation services in the United States, sources of
travel information in foreign countries, and a
bibliography of published travel guides. Both
documents are available free of charge from the
Reference Section, National Library Service for
the Blind and Physically Handicapped, Library of
Congress, Washington, DC 20542.
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Design for Deafness. A new booklet published
recently by the Physical Plant Department at
Gallaudet College offers a general orientation to
the kinds of environmental modifications which
can help deaf and hearing impaired persons tc
overcome communications barriers. The 13-page
document, entitled Breaking Through the Deatf-
ness Barrier, explains the importance of visual
and acoustic factors in the environment and of-
fers design guidelines on such matters as com-
munication devices, emergency and warning
signal systems, lighting, visual cues and the re-
duction of background noise. Individual copies of
the booklet are available free of charge, and
additional copies may be obtained for fifty cents
each. Contact Thomas A. Lillis, Director, Physical
Plant Department, Gallaudet College, Kendall
Green, Washington, DC 20002.

Barriers Information. The Architectural and
Transportation Barriers Compliance Board has
made available two pamphlets to assist in the
orientation process for persons who are exploring
the issue of accessibility for the first time. About
Barriers is a 23-page document which describes
barriers, discusses their costs, and provides in-
formation on recent activity by the Compliance
Board, the impact of federal legislation on ac-
cessibility, and available information resources.
Selected Resources for Accessibility is a ten-pag=
listing of sources of information on accessibilit
including codes and standards, design specifica-
tions, audio visuals and a variety of publications
and periodicals. Both documents are available
free of charge from the Architectural and Trans-
portation Barriers Compliance Board, Washing-
ton, DC 20201.

Accessible Housing. Wheelchair Accessibility:
Opening the Door to Housing, by Marilyn Witt-
meyer and Jim Barrett, is a combination slide/
tape presentation and illustrated manual which
offers a thorough, yet easily-understandable ori-
entation to the housing needs of persons in
wheelchairs. It is particularly designed for persons
who are new to wheelchair use and who are at-
tempting to arrange housing opportunities for
themselves. Both the slide/tape presentation and
the manual clearly illustrate the basic concepts of
mobility as well as specific barriers which are en-
countered in the typical home. Areas covered
include parking, entryways, floor surfaces, room
arrangements, bathroom design, and appropriate
positioning of appliances, furniture, electrical
controls, etc. Both the manual and the tape are
available in either English or Spanish. The slide/
tape presentation (with written script) may be pr
viewed for $9.50 or purchased for $95.00, and ti._
manual may be purchased for $4.00 from the
Health Sciences Learning Resources Center, T-
252 Health Sciences Building SB-56, University
of Washington, Seattle, Washington 98195.

S



GUEST EDITORIAL

The Where and Why of the New
ANSI STANDARD

by Ronald L. Mace, AIA

Ronald L. Mace, who is President of Barrier Free En-
vironments, Inc., of Raleigh, North Carolina, is a nationally-
recognized authority on barrier free design and has been
actively involved in the revision process for the ANSI
Standard A 117.1.

Since 1961 the basis for most building codes and agency
regulations on accessibility has been the American National
Standards Institute ANSI Standard number A117.1, American
National Specifications for Making Buildings and Facilities
Accessible to and Usable by Physically Disabled People. In
the 17 years since its adoption, the 1961 ANSI Standard
has been recognized as insufficient to meet recent needs.
Most codes and regulations have, in these years, included
provisions well beyond the ANSI Standard. The result of this
has been a proliferation of widely differing state and federal
requirements. At times these regulations apply to the same
building and contradict each other. This situation puts the
architect and the administrator in an untenable situation and
often results in no accessibility.

Five years ago the monumental task of researching and
revising the ANSI Standard, A117.1, was undertaken at the
School of Architecture of Syracuse University. The idea was
once and for all to find out, and include in the ANSI Stan-
“ard, what is necessary as a minimum to make facilities

;cessible to disabled people. The goal was to produce the
one uniform guiding Standard so badly needed to replace
the earlier (1961) version—one which would be the basis for
regional, state, and local building codes and federal agency
building regulations. Five years ago, few people anticipated
the complexity of the task, the broad range of human diver-
sity or the widely differing opinions which would be en-
countered.

The review process through which the proposed revised
Standard has gone involved 53 voting committee members
representing industry, expert, professional, and consumer
interest groups. In addition to expert and industry review,
each of the drafts has been put out for public review. The
comments have been numerous and the suggestions in-
credibly diverse, contradictory and controversial. Such is
the way with a democratic concensus process.

Any of the many “experts” or regulatory agencies could
have written a Standard in a fraction of the time had they
the authority to force others to accept it and comply with it;
but that is not the way a national Standard is developed.

Today after five years of research, review, negotiation,
disagreement, hostility, and resolution, involving approxi-
mately $600,000 in HUD research money and countless thou-
sands in professional, consumer, and industry review time,
that new Standard is nearing completion—almost. It has re-
ceived a positive vote from most of the voting review mem-
bers despite their fears and concern for its overall and long-
term effect. It is now in its final editorial stage.

Because of the seriousness of the new Standard’s impact,
we all want a complete and perfect document. These goals

ly be impossible. The revised Standard in its present state

Ist not be thought of as “finished” and its development
must go on. Some items have been deleted because little
or no research was available to justify their inclusion. Some
items remain because the reviewers conceded out of frustra-
tion with the disagreement, feeling that to hold out for per-

fection on one item was detrimental to the whole. Others
are included because of compromises between affected
groups, and most are there because research indicated
that they were the best for the most people.

Some people feel the Standard is too large; some that
it is not complete enough. Some question the quality of the
research; some dislike the writing style or the format.
Some dislike everything, and some do not understand what
a Standard is.

There has been talk of starting over, talk of continuing
the current development process and working for perfection.
The Standard is needed now. The review committee is in
agreement that it has gone far enough to be acceptable. It
does not appear that the Standard can be significantly im-
proved by continuing the current concensus process.

The Standard is needed now. The time has come to put
personal preferences aside and to accept it, at least for a
trial period. Since the American National Standards Insti-
tute requires that its Standards be reviewed and updated
each five years, it must soon receive further review and
revision. The 1961 Standard received no such update, and
almost fifteen years went by in which its requirements were
found to be increasingly inadequate. This new Standard is
too important to let that happen again.

It is important to understand that the ANSI Standard
provides only technical specifications, and that there is
plenty of opportunity for those adopting it to modify and
apply it as they see fit. Like all national Standards, the
ANSI Standard is voluntary and only becomes mandatory
when it is adopted by reference or inclusion into a law,
code, or regulation. The adopting agency, building code
authority, etc. has the option of adopting the Standard
in whole or in part. It is also important to note that any
national Standard tells one how to do something—not
when or how many to do. The ANSI Standard (1979) tells one
how to make an accessible toilet stall, etc. and recommends
that a “reasonable number” (but always at least one) toilet
stall, parking space, ramp, etc. be installed. The authority
adopting the revised Standard must be responsible for spe-
cifying in which of the facilities under their jurisdiction the
specifications must be met, and how many accessible toilet
rooms, stalls, parking spaces, etc. must be installed. Al-
though some people feel that the ANSI Standard must take
this responsibility, there is no way that it could or should
specify these numbers. For example, the number of toilet
rooms that would be appropriate for a 1.5 million square
foot government building would be totally inappropriate
for a small theater.

The regulatory agency with authority for enforcement
must decide what are “reasonable numbers” of accessible
facilities. This must be done at the time the Standard is
adopted. For example, the Architectural and Transporta-
tion Barriers Compliance Board (A&TBCB) might want to
adopt the ANSI Standard and require that all federally
funded facilities must have all of their spaces in compliance.
On the other hand, a state building code authority might want
to adopt the ANSI Standard specifications and require that
only some specific spaces within buildings under their juris-
diction must be in compliance.

Handicapped people and their organizations should be
involved in those decisions. Building types, local condi-
tions, program activities, civil rights laws, and applications
to new construction or remodeling will also affect reasona-
ble numbers.

Failure of an adopting authority to specify numbers will
result in only one mandatory accessible toilet room per
building or will leave the decision to the architect or ad-
ministrator. These agencies must not pass the buck and ex-
pect the ANSI Standard to provide all the answers. They
must accept this responsibility.

Continued on Page 8
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Access Center (Continued from Page 1)

assistance providers, establishing a reference
file of all existing codes and standards on barrier
free design, planning training-,programs for
technical assistance providers and other profes-
sionals charged with implementing accessibility
requirements, developing and maintaining a liai-
son with schools of architecture and design, etc.
Should have a professional degree and experi-
ence in architecture, engineering, code develop-
ing or enforcement, or the construction industry,
with particular expertise in barrier free design.

Design Resources Secretary. Will provide cleri-
cal support to Design Resources Coordinator on
all areas of responsibility. Excellent secretarial
skills required.

PUBLIC INFORMATION/PUBLICATIONS

Public Information/Publications Coordinator.
Responsible for establishing a public informa-
tion program on accessibility issues, developing
an outreach program to promote use of Access
Center services, editing and producing all Access
Center publications, writing and editing REPORT,
and planning a long-range publications program.
Should have an academic degree or equivalent
experience in communications, journalism, or
publication design and production. Excellent
writing skills are essential.

Editorial Assistant. Will assist Public Informa-
tion/Publications Coordinator in all areas of re-
sponsibility. Should have excellent secretarial and
writing skills, as well as some experience in public
information and/or publications programs.

Knowledge of accessibility issues and barrier
free design principles will be given strong con-
sideration in the selection of candidates to fill
all seven positions. People with disabilities are
specifically urged to apply. All applicants must

be willing to relocate to the Washington, D.C.,
area. Salaries for each position will be competi-
tive with salaries for similar positions in the
Washington area. The National Center for a Bar-
rier Free Environment is an Equal Opportunity
Employer.

Resumes and letters of application (including
information on salary requirements) should be
sent immediately to the National Center for a

Barrier Free Environment, 1140 Connecticut
Avenue, NW, Suite 1006, Washington, D.C.
20036.

Guest Editorial (Continued from Page 7)

One method of accomplishing effective application of the
revised Standard is for the adopting agencies to develop
applications manuals for the Standard. These manuals
would specify numbers of facilities in each building type and
could add or delete technical specifications for application
in facilities under the agency’s jurisdiction.

The revised ANSI Standard is needed now, and should be
adopted even though it needs additional work. The agencies
adopting it should accept their responsiblity and develop
the applications manuals that will make its technical spe-
cifications workable for their facilities and programs. Its
use should be monitored carefully by an independent body
such as the National Center for a Barrier Free Environment,
to which disabled people and others could send comments,
complaints, or suggestions. In a short time, the Standard
should be brought up for review and—based upon the com-
ments received—it should be revised.

Also during this monitoring period, those agencies or
organizations with responsibility for accommodating dis-
abled people should move on with their efforts to identif-
not only the Standard’s deficiencies but also those compe
tent to conduct the additional research necessary to correc.
them. The results of this research should also be contributed
to the Standard’s periodic revision.

In this way, the Standard can continue to develop in con-
junction with research and increased awareness of the needs
and abilities of disabled people. Perhaps we can come closer
to perfection, even if we don’t quite achieve it.

National Center for a Barrier Free Environment
Suite 1006

1140 Connecticut Avenue, N.W.

Washington, D.C. 20036

Non-Profit Organization
U.S. Postage PAID
Permit No. 46428
Washington, D.C.




REHAB BRIEF

BRAINGCGING: RESEARCSH INTO EFFECTIVE FOCUS

Choosing An Independent Lifestyle:
Housing Alternatives for Severely Handicapped Persons

Vol. I, No. 5

A paraplegic girl sees herself as “a veritable vegetable
trapped in a back room up two flights of stairs.”

How did she get there? Through a cycle that has
become typical: a person suffers a broken neck. The
person may leave a rehabilitation center as a functionally
independent individual. But there is nowhere to go
except to an institution, which enforces dependency.
Thus; the person loses rehabilitation gains.

The'\problem of housing severely handicapped individ-
uals has gached major proportions. Because elderly
persons mow live longer than previously and many
people survive serious accidents, millions of severely
handicapped Americans need housing alternatives to
institutionalization.

No universal solution to this housing problem exists.
Because society is unprepared to cope with handicapped
individuals, they are frequently shut away in institutions,
even though with adequate support services they could
live independently.

A severely handicapped individual who leaves a nurs-
ing home has an increased feeling of worth, independ-
ence, and accomplishment. Related to this improved
self-image are increased possibilities for employment
and education.

When severely handicapped individuals do not
achieve independence, the costs become staggering. For
example, for spinal-cord-injured individuals alone, they
amount to $2.4 billion nationwide for home and institu-
tion care and medical costs. It costs anywhere from
$2,500 to $7,500 to care for a totally disabled spinal-
cord-injured person in an institution.

SEVERAL HOUSING SOLUTIONS ARE
POSSIBLE

Various groups and individuals have attempted to
provide housing alternatives to living in institutions. The
ideal solution would offer the handicapped individual
total accessibility to the entire community. We are far
from this goal, since less than one percent of U.S.
housing has wheelchair accessibility.

A nationwide campaign for the elimination of archi-
tectural barriers is necessary for the achievement of com-
munity accessibility. Such a campaign is not effectively
underway, although some recent developments point to
growing recognition of the need for accessible commu-
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nity facilities. And the Architectural Barriers Act (Public
Law 94-80), which requires accessibility in Federally
financed housing built after 1968, is being more strictly
enforced. Sections of the Rehabilitation Act of 1973, as
amended, hold promise for increased accessibility to
community activities (504) and strong compliance proce-
dures (502).

Revised Accessibility Standards

The American National Standards Institute (ANSI), a
federation of trade associations, technical societies, and
professional and consumer groups, has set standards for
making buildings and facilities accessible to physically
handicapped persons. ANSI is revising these standards,
which, for the first time, will include specifications for
construction of residential structures. The new standards
are scheduled to be published in 1978. The Department
of Housing and Urban Development (HUD) plans to
initiate the building of model units that meet the new
standards in order to determine if such units will be
marketable.

CAMPUS-BASED HOUSING
ALTERNATIVES

In this country housing experiments have stressed
helping the handicapped individual function at as high a
level as possible and providing the least restrictive envi-
ronment. Not surprisingly, many such efforts have been
on college campuses and have involved young adults
with high levels of motivation and ability.

The University of lllinois— Urbana-Champaign

Started in 1947 for a handful of handicapped students,
a project at the University of Illinois now houses
hundreds of students. This program gives students barri-
er-free access to all aspects of campus life. In the past 30
years, students have lived in a variety of housing facili-
ties, including a nursing home, a transitional halfway
house, a mobile home, army barracks, campus dormito-
ries, and community apartments.

The University offers such support services as medical
consultation, physical therapy, occupational therapy,
counseling, and specially designed buses accessible to
wheelchairs. Handicapped students are not assigned
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attendants automatically, but only if they really need
assistance.

After a week’s crash course in independent living,
several C5-C6 quadriplegic students have moved into
dorms with no attendant care. Those not ready to live
independently move into Tanbrier Halfway House,
which provides apartments for able-bodied students who
help with attendant care.

The University of California— Berkeley

The Physically Disabled Students’ Program grew out
of a residential program for quadriplegic students that
used an on-campus hospital as a dormitory. Created and
run by disabled students, the program provides such
services as arranging for living in relatively unmodified
apartments with backup attendants for emergencies and
a 24-hour telephone service using speaker phones. Lists
of apartments and of prospective attendants and cooks
assist students in arranging to share apartments and
services. Program staff also contact apartment manag-
ers about making small necessary physical changes in
their apartments. Students share their knowledge and
experience in cooking, living independently, medicine,
equipment, and preventive care. The Berkeley Physically
Disabled Students’ Program office provides services
including resource directories, peer counseling, and ad-
vocacy.

The Boston Center for Independent Living (BCIL)

Started in 1974 for nine severely disabled college
students, the BCIL served 50 individuals in its first 315
years. The Center’s emphasis is a program rather than a
facility, to help disabled persons bridge the gap between
total dependence and independent living.

BCIL coordinates three separate phases of living. A
transitional living program trains residents of an apart-
ment complex in social and physical skills. Cluster
housing in modified apartments with an attendant pool
and night attendants provides greater independence than
the transitional program. To live independently, stu-
dents moved to accessible apartments, usually shared
with an attendant.

BCIL residents elect the Board of Directors, and
several disabled persons, including former residents, are
on the staff.

The Center for Independent Living has obliter-
ated the lock and knocked the cage door off its
hinges. It has shown me that there is a functional
difference between merely existing and living for
something brighter; the challenge of being individ-
ually responsible for my own actions. This is what
I was prevented from doing before I came to
BCIL.—Walter Zarnowski, the first resident of
BCIL.

GROUP RESIDENCES

Should severely handicapped persons live in group
residences, or should they be integrated into community
housing? A matter of much debate, this issue remains

unresolved. Three groups appear to benefit from some
sort of group residence, such as hostel, halfway house,
motel, dormitory, clustered housing, congregate hous-
ing, or commune. High-level quadriplegic individuals
(C2-C4) may need skilled nursing care as well as attend-
ant care and housekeeping. A group residence helps
them to share costs. Many disabled persons use the
group residence as a transitional facility where they can
get peer counseling while learning independence. Others
simply prefer life in a sheltered facility.

Integrated housing helps the disabled individual feel
more a part of the community and promotes independ-
ence. One of the few studies of preference suggests that
most disabled persons, particularly those who are young
and severely disabled, prefer to live among able-bodied
people. However, many segregated housing approaches
have been successful.

Eastern Paralyzed Veterans Associations (EPVA)

With the philosophy that “any realistic housing pro-
gram must integrate disabled individuals with the main-
stream of society,” The EPVA set up Rosogin Hause. It
serves as a transitional facility that attempts g complete
the rehabilitation process while integratin® disabled
individuals into society. It began with three apartments
for veterans with spinal cord injuries who wanted to
leave a hospital or had unsatisfactory housing. Resi-
dents, who stay an average of 6-9 months, share costs.
Publicity from this project has made the EPVA a
clearinghouse for wheelchair apartments.

There are men living in veterans hospitals who
could hold down a job or go back to school and get
back to the business of living if they had a place to
live.—EPVA President Terrence J. Morkely, a
quadriplegic.

Individual-Created Programs

A quadriplegic victim of poliomyelitis created an
independent living facility out of an apartment building
that was being foreclosed. He hires the staff, and resi-
dents pool funds to pay for attendant care. The disabled
residents live on the first floor, with attendants and five
community families on the second floor. The manager of
this project says that it would be practical if the residents
owned the complex, and they are seeking funds to
purchase it.

A woman disabled by rheumatoid arthritis created the
Glass Mountain Inn, Inc. in Anaheim, California. The
10 disabled men and women and their 5 attendants form
a close-knit and supportive “family.”

Handicapped Independence Proven is a business proj-
ect created by a San Diego contractor. He converts
existing facilities into duplex units that include resident
attendants and housekeeping staff for small groups of
disabled persons.




COMBINED GROUP RESIDENCES AND
COMMUNITY INTEGRATION

Cooperative Living— Houston

Begun in 1972 as a residential project in a dormitory-
style setting, this project entered a second phase with
housing clusters in apartments in different sections of
Houston. The project initially tested ways disabled
persons could share services, such as attendants and
transportation. It also attempted to assess the changes
this different lifestyle would bring in resident behavior
and attitudes. The results documented changes in physi-
cal independence, medical status, educational and/or
vocational activities, leisure activities, social relation-
ships, patterns of interaction, economic status, and atti-
tudes.

By Sept. 1975, all residents had moved from the
dormitory building to apartment clusters in the commu-
nity or into individual living arrangements. As an out-
growth of this program, four housing clusters were de-
veloped in community apartments.

A second major outgrowth of the original Cooperative
Living project is a 6-week live-in transitional program to
teach independent living skills. This project, called New
Options, offers training modules in living arrangements,
attendant management, financial management, function-
al skills, sexuality, consumer affairs, mobility, medical
needs, leisure time, and vocational/educational oppor-
tunities. The program emphasizes field trip experience,
and active handicapped persons from the community
lead many program activities. :

TOTAL COMMUNITY INTEGRATION
Center for Independent Living (CIL)— Berkeley

Generally considered the country’s most effective self-
help program for physically handicapped persons, this
innovative program was created and directed by and for
physically disabled and blind persons. It does not offer a
residential center. Instead, CIL members live throughout
the community in homes and apartments. The program
was founded in 1972 as a logical outgrowth of the
Physically Disabled Students’ Program at the University
of Calfornia, Berkeley.

The Center provides many services. Attendant referral
counselors match prospective attendants with clients and
give advice on hiring, firing, and training. Counselors
and specialists assist the clients in advocacy, job devel-
opment, independent skills living, health and mainte-
nance, and using community resources. A housing
department helps clients find places to live and facili-
tates any necessary housing modifications. The Blind
Services Department provides special services for blind
clients. In addition to a transportation system that
makes vans with hydraulic lifts available throughout the
area, the Center provides a wheelchair repair shop that
services both manual and electric wheelchairs. Mechan-
ics of an automotive and machine shop conduct classes
for staff and clients in vehicle maintenance, and they also
service all CIL vehicles. The Communications Depart-
ment publishes The Independent., a quarterly magazine
with a national circulation.

Many disabled and blind persons have moved to
Berkeley because of the CIL, which provides more than
1,400 services a month.

The California Department of Rehabilitation recently
used Innovation and Expansion grants to fund several
similar programs in other California communities.
Michigan and Massachusetts have also used Innovation
and Expansion funding to seed the development of
community-based independent living programs run by
self-help organizations.

PROBLEMS IN FINDING HOUSING
ALTERNATIVES

Many obstacles exist to creating housing alternatives
for disabled individuals. First housing must be adapted
as much as necessary for the handicapped person to live
as independently as possible.

In many projects resident employment earnings must
meet at least part of the costs. Thus for many, employ-
ment or other substantial income becomes a necessary
condition for successful independent living. The major-
ity of residents of the various housing alternatives are
either in school or employed.

Attendant Care

Recruiting and keeping the attendants who provide
the necessary supportive services is a problem that has
not been solved completely. Usually the salary offered is
not enough to make being an attendant an attractive
career choice. Projects located at or near colleges and
universities have succeeded in drawing a sufficient pool
of attendants from the student population.

Southern Illinois University-Carbondale, which has
600 blind and physically disabled students, offers two
credit hours per semester for being a good attendant.
Credit is based on evaluation by the disabled person and
two counselors. Some success has also come from using
mentally retarded persons as attendants for physically
handicapped persons.

A program at Woodrow Wilson Rehabilitation Cen-
ter, Fishersville, VA, is one of several that teach handi-
capped individuals to carry out procedures themselves or
be able to tell anyone how to do them. The program
works on the theory that a well-trained quadriplegic
individual will never need a highly-skilled attendant.
Funding for consumer-directed attendant care or per-
sonal care is available in a few states and from such other
sources as Social Security, the Department of Vocation-
al Rehabilitation, Medicaid, and Social Services.

Transportation

Transportation, a key to severely handicapped indi-
viduals’ access to the community mainstream, is still not
completely satisfactory. Although most projects offer
some transportation assistance, it does not always meet
all needs. Few residents of Houston’s Cooperative Liv-
ing Project were entirely satisfied with their transporta-
tion arrangements, and this dissatisfaction seems typical.
Efforts to make public transportation more responsive
to the needs of handicapped persons should have some
impact on the current requirement for special transpor-
tation as part of independent living programs.




RESULTS OF EXPERIMENTS IN
ALTERNATIVE HOUSING

e Sheltered housing is a viable alternative to institu-
tionalization. A HUD project, the Highland Heights
Experiment with barrier-free apartments found that type
of housing more efficiently utilized medical care facilities
and services and reduced unnecessary and costly
institutional care. Results of the other housing projects
support this finding.

® Social contacts and activities, functional status, and
health status improve with independent living. The results
of the Houston Cooperative Living project clearly
support this conclusion. And the most dramatic results
reported by the Berkeley Center for Independent Living
were in the area of preventive care. The incidence of pres-
sure sores and urinary infections dropped to almost zero.

® Independent living costs less than institutionaliza-
tion. In 1975, total monthly living costs for a resident of
Houston’s Cooperative Li#ving project were $570. The
monthly cost of nursing home care was $743, and an
apartment with private attendant cost $840. These costs
include rent, meals, attendant, transportation, and
personal expenses.

® Independent living affords more employment op-
portunities than institutionalization. Of the 40 residents
in Houston’s Cooperative Living project, none had jobs
before entering the project, but 28 had either full or part
time jobs after entering the project.

® Independent living in a group facility gives residents
more social closeness, providing emotional support and
modeling opportunities. But many persons object to
being segregated from the rest of society. Houston’s
follow-up study found that residents of the Cooperative
Living project, dorms, and nursing homes had more
social closeness, which fostered group cohesion and some
degree of conflict. Frequently, as they gain self-
confidence, group residents outgrow the need for
closeness and choose to move out into the community.

® There are advantages of both shared and private
attendants. In the Cooperative Living project, private
attendants gave the resident control over the attendant’s
time, but with shared attendant services, there was less
conflict because no two persons spent a lot of time
together, and costs were reduced.

® The location of a group residence in the community
is important. Most of the Cooperative Living residents
felt that part of the solution to transportation problems
lay in locating their residence in a neighborhood that
offered contact with the mainstream of society and that
was within wheelchair rolling distance of business and
community facilities.

e The successes of all the housing alternatives indicate
the need for diversity of housing options. There is no one
best alternative. Different individuals are comfortable in
various settings, and it is important that handicapped
persons have a range of choices.

IMPLICATIONS

® Legislation and regulations should be altered to
make it easier to establish independent living facilities for
handicapped individuals. Legislation to provide front
money for staff and services could assist in starting new
centers. And providing funds directly to the disabled
individual would enable him to select and hire his own
personal care provider.

® Large group facilities are undesirable because they
become institutional as their residents grow gradually
more dependent and isolated.

e A correlation exists between a handicapped
person’s housing situation and vocational productivity.
The results of the Houston project support the trend
toward helping persons with severe handicaps move out
of institutions and into the community. They also
indicated, however, that making the transition into the
community can be difficult.

® The degree of physical disability is not a way of
predicting success in independent living situations. First
to be placed in the Boston Center for Independent Living
were quadriplegic persons. One could move only his head,
and another needed a respirator.

® Each community should attempt to offer severely
handicapped persons an opportunity to get out of nursing
homes and into more independent living.

® Rehabilitation programs should teach more effective
independent living skills. The Houston project found
necessary the ability to manage finances, to locate com-
munity resources and manage these contacts skillfully,
and to manage social relationships with persons who
provide physical assistance.

e Rehabilitation practitioners should work with self-
help organizations of disabled persons to develop
community-based independent living programs. Presi-
dent Carter’s position paper “Jimmy Carter on Ameri-
cans with Disabilities” states, “We must broaden the
traditional concepts of rehabilitation to include inde-
pendent living as a supported rehabilitation objective.”
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HUD PROGRAMS THAT CAX BE USED FOR THE DISABLED

The disabled, as a special user group, can benefit from many of HUD
programs because these programs are targeted at low and moderate income
people, of which the disabled make up a substantial component. It is
well known tkat housing without supportive services is not sufficient to
meet the needs of many disabled. Therefore, it becomes necessary to
determine some mechanism(s) whereby an appropriate matching of housing

"and services may be assured.

All efforts must not be concentrated on one program such as Section
8 Rental Assistance. There are several programs listed below which
could, with some creative thinking, be utilized in the best interests of
the disabled. '



Homeownership Assistance Section 235

Program Objective:

Program Operation:

How It Can Be
Used For The
Disabled

Eligibility

Budget:

To enable eligible families to afford new or rehabilitated’
homes by providing them with & homeownership subsidy.

Direct cash subsidy payments are made by HUD to & mortgagee
on behalf of a participating family to reduce mortgage
interest costs to as low as 5 percent. The homeowner

must contribute at least 20 percent of adjusted gross
income toward monthly mortgage, insurance, and tax

payments on a newly constructed or substantially
rehabilitated home which can be a single-family detached,
townhouse, condominium, cooperative unit, or mobile home.

-

Since the goal of deinstitutionalization is to return

- to the community those disabled individuals who should

not be in institutions, the Section 235 program provides
for homeownership for thése capable of independent living.

Any family with an adjusted income of up to 95 percent of
the area median income.

: 1978 (este) 1979 (eSt-)
Units reserved: 30,000 50,000
Units started 19,000 27,500



Community Development Block Grants

7N

Program Objective: Development of ' viable urban communities, including
decent housing and a suitable living environment, and
expanding economic opportunities, principally for
persons of low and moderate income.

Program Operation: - CDBG funds are distributed on a formula basis to units
of general local government and states .to be spent
according to local priorities.

How It Can Be

Used for the ‘ .

Disabled: Grant assistance may be used for the following
activities:

1. Acquisition, construction, reconstruction,
rehabilitation or installation of centers for
the handicapped defined as any single or
multipurpose facility which seeks to assist
persons with physical, mental developmental =~
and/or emotional impairments to become more
functional members of the community by providing
programs or services which may include, but are
not .limited to recreation, education, health care,
'L : N social development, independent living, physical
— . rehabilitation and vocational rehabilitation, but
- 'excluding any facility whose primary function is
to provide residential care on a 24—hour a day
basis.

2. Removal of Architectural Barriers
‘Special projects directed to the removal of ,
material and architectural ‘barriers which restrict
the mobility and. accessibility of elderly or
handiczyped persons to publicly owned and privately
ov:ed buildings, facilities, and improvements
including residential a2nd non-residential structures.
3. Planning activities which may 'include surveys k
and plans for removal of architectural barriers to
the handicapped and elderly. .
4. Rehabilitation of publicly owned or acquired properties
: for use or resale in the provision of housing including:

a8) Permanent housing units, both single farily and
multifamily, for rental or sale, and




-~ Eligibility:

Budget:

-2= !

%) Residential facilitiés, including group

homes, halfway houses, and emergency shelters.

Acquisition by private entities (profit and non-profit)
of privately owned properties for the purpose of
rehabilitation or for rehabilitation for use or resale
in the provision of housing including: - '

a) Permanent housing units, both single family and
multifamily, for rental or sale, and

b) Residential facilities, including group homes,

halfway houses! and emergency shelters.
Metropolitan'cities: A metropolitan city is the
céntral of a SMSA or any city of 50,000 population
or more. :

Urban counties: Any county within a SMSA which is

authorized to undertake essential community development
and housing assistance activities, or enabled to
through cooperation agreements, and has an eligible
population of 200,000 or more, excluding the population
" of metropolitan cities and others not wishing to
participate. .
. 1978 1979 .
Program Level - -3,894,644,000 3,750,000,000
. Distribution of Funds: _
Metropolitan Areas: 2,804,227,000 2,891,760,000
°° Non-Metropolitan Areas: 601,273,000 656,690,000
' Secretary's Discretionary '

Fund: 94,500,000 101,550,000




Comprehensive Plaﬁning Crants Section 701

Program Objective:

Program Operaﬁion:

Row It Can Be
Used for the

Disabled: "2

Eligibility:

iudget:

To support,Staté, areawide and local comprehensive _
planning and management programs concerned with urban and
rural development.

The 1979 program will provide funding to prepare State,
areawide planning organization and docal governmental
strategies to help revitalize urban areas, provide
necessary shelter and freedom of choice in housing for
all persons, manage growth, conserve energy, maintain
and expand economic development and inprove the

- environment

"Grants can be used to plan barrier removal for areas and
- facilities used by handicapped people. Examples includel

Natural resource planning, such as location of accessible
and usable wooded areas including trails and restrooms,
and interpretive nature trails for the blind; studies of
the impact of environmental. policies on the handicapped
population.

Physical land use planning, such as surveys of the type,
amount and distribution of housing, community facilities
and employment centers accessible to the physically
handicapped population; projection of land use needs

-including the number and probable distribution of the

handicapped population. -

A portion of the funds under this program may be used for

‘plgnning research and demonstration projects that serve

the needs of handicapped people.

Assistance may be provided to States, areawide planning
organizations municip~lities and counties, and Indian
tribes.to cover up to two-thirds of the project cost.

1978 (est.)’ 1979 (est.)
Grant Reservations: 60,368,000 57,090,000



Program Objective:
Program Oﬁeration:
How It Can Be

~ Used For The
Disabled

Eligibility.

Budget-

Rehabilitation Loans Section 312

To make loans for the rehabilitation of single and
multifamily residential property and business properties.

Loans currently bear an Interest rate of three percent
for terms not exceeding 20 years, or three-fourths of

 the remaining life of the structure after rehabilitation,
-whichever is less.

As a result of Section 504 the disabled will be encouraged
to make use of Section 312 loans. The removal of
architectural barriers can be funded through this. program.

Property owners in iirban renewal or concentrated code
enforcement areas and business tenants of such property
whose leases have at least as long t6 run as the terms of
the loan.

1979 (est.)
~ $95,000,000




- Section 202 - Housing for the Elderly or Bandicapped

Program Objective: To provide for rental housing for the elderly or
’ handicapped which may include essential service
facilities such as dining facilities, communlty

rooms, and small treatment centers.

Program Operation: Private nonprofit‘sponsors may apply for direct
: 40 year Federal loans-at interest rates equal to

the Treasury's average borrowing rate on all debts
to construct, rehabilitate or alter rental housing
for the elderly or handicapped. Applicants submit
" their request for fund. reservations in response to
an invitation appearing in the Federal Register on a
yearly basis.

How It Can Be
Used for the ‘ ) . .
Disabled : It became unwritten policy in FY 77 that projects for
' - the handicapped funded uynder this program would be
small scattered site group homes serving no more than
- twelve residents. This policy will continue which is
in line with the concept of deinstitutionalization.
This year, Fiscal Year 1978, the program will be
decentralized to the HUD Area Offices. Therefore, it
will become necessary for sponsors to develop good
working relationships with HUD Area Office staff and
also to make them aware of the housing needs of the

disabled.
Eligibility ¢ Limited to provate nonpiofit sponsors with new Section
‘ 202 loans béing made in conjunction with the Section 8
) Housing Assistance Payments program.
Budget- s 1978 (Est.) 1979 (Est.)
o Units:? . 23,600 25,000
Amount: . 750,000,000 "800,000,000 °

Out of $800 million of loan reservations proposed for 1979, at least $50
millicen is reserved for housing designed expressly for handicapped persons
(primarily non-elderly). This will provide approximately 1,400 units for
the non-elderly handicapped.



Nonprofit Sponsor Assistance
(Section 106 (b))

This program provides interest-free loan assistance ('seed money") for
start-up costs to private nonprofit sponsors 6f Section 202 Housing for
the Elderly or Handicapped projects,'Seed Money" loans may not exceed
80 percent of the total start-up costs. The sponsor must provide at .
least 20 percent of the start-up costs which is repaid from the initial
proceeds of the Section 202 loan.




Program Objective:

Program Operation:

How It Can Be
UsedFor the
Disabled: :

Eligibility :

Section 8 Rental Assistance Progr;m

To aid lower income families in obtaining decent,
safe and sanitary housing in private accommodations
and to promote econocmically mixed housing through
existing, newlycconstructed, and substantially
rehabilitated housing.

The Section 8 program provides a flexible subsidy
which covers the full cost of providing housing
assistance, iIncluding debt service and operating
costs attributable to the construction and operation
of rental housing for lower income families. Subsidy
payments are equal to the difference between the
contract rent and the amount of rent paid by the
eligible family.' The family contribution toward rent
is determined by formula and may vary between 15 and
25 percent of income depending upon such factors as
income level, family size and extraordinary expenses
such as high medical costs which the family must
support.

Single disabled individuals and families in which a
member may be disabled are eligible for Section 8
assistance as long as they meet the income limitation.
In addition, 5 percent of Section 8 newly constructed
units will be désigned to be barrier free. The Section

- 8 existing housing program has been amended to ‘allow

eligibility for independent group residences for the
elderly, physically handicapped and the developmentally
disabled.

Applicant - Profit and non profit organizations, public
housing agencies and state housing finance and development
agencies.

Beneficiary - Very low income families (whose income
does not exceed 50 percent of the median income for

the area), and lower income families (whose income
does not exceed 80 percent of the median income for the
area).



1978 (est.) 1979 (est.)

Budget :
‘ ' (Units)
New construction: 105,010 110,000
Substantial rehabilitation: 56,050 70,000
Existing housing
Moderate rehabilitation: 39,000
Regular rental housing: 117,810 115,000



‘The. Progran:

\
|
|
| How It Can
} Be Used For
|
|

The Disabled:

Eligibility:

Moderate Rehabilitation

Federal rent subsidy funds are available for the housing
needs of the handicapped under the new Modérate
Rehabilitation Program. Public Housing Authorities may
designate up to five percent of their rental assisted
housing units for the handicapped. This funding is available
for the specific purpose of renovating otherwise standard
housing units if .thé work to be done involves the removal

of architectural barriers to the handicapped. Under the

Act, 39,000 apartments are expected to be rehabilitated

and nearly 2,000 of these made usable for use by disabled

_tenants

The Moderate Rehabilitation Program, involving a new use

for HUD's Section 8 rental assistance funds, will provide
advance commitment of rental subsidy to private owners

for buildings, enabling owners to carry out the limited
repair work needed to bring their buildings up to

acceptable standards. In the case of units designated for the
handicapped, this could involve removal of any architectural
barriers to handicapped people. Rental subsidies for these
units could cover the cost ‘of renovation necessary to

remove such barriers, permitting easy use of the quarters

" by eligible disabled individuals. Under the Section 8

program, HUD pays to the owner the difference between what
an eligible tenant can afford to pay (generally 25 percent
of his income) and the rent charged by the landlord for
his apartment. Fair Market Rents, which act as a ceiling
on.how much rent an owner can charge for the unit, can

be exceeded if necessay to provide for the renovatzon of
units for handicapped tenants.

Tenant eligible for Section 8 assistance, including the
handicapped, are those whose income does not exceed 80
percent of the median income in their localities.



Public Housing Program

Program Objective: To provide federal aid to local public housing agencies
' to provide decent .shelter for low-income residents at
rents they can afford.:

Program Operation: Through the use 6f an Annual Contributions Contract,
) o HUD provides financial assistance to cover thé debt
servcie on bonds and notes issued for the construction
~of projects to be owned and operated by local public
housing agencies.

How It Can Be
' Used For The b _

Disabled . ¢ Disabled individuals and families with disabled members
may reside in public housing provide they meet the

income limitations. In addition, 5 percent of newly
constructed public housing units will be designed
barrier-free. The public housing modernization program
has established as one of its priorities the retrofitting
- of public housing projects to make them accessible to
W . physically handicapped personms.

~

. Eligibility : Applicant - Public Housing Agencies

Beneficiary - Low income families including a single
person who is elderly, disabled, displaced,
or the remaining member of an eligible
tenant family.

' | 1978 (est.) 1979 (est.)
Unit reservations: . 58,935 - 50,000

Budget

Modetnization. In 1979, the Budget propos’es the use of
$37.5 million of contract authority and $750 million of
budget authority. In addition, there have been
discussions with the Office of Budget to set aside
contract. authority equivalent to $5 million for retro-
fitting publ ic housing to make it accessible to the
disabled.




for

Mortgage Insurance - Rental Hpusing

the Elderly or Handicapped Section 231

Program Objective;

- Program Operation:

Eligibility

Bﬁdget

Federal mortgage insurance to facilitate financing of
rental housing for the elderly or handicapped.

HUD insures lenders against loss on mortgages used to
finance construction or rehabilitation of detached,
semi-detached, walk-up or elevator type rental housing
designed for occupancy by elderly or handicapped
individuals and consisting of 8 or more units. The
sponsor submits.a formal application through an FHA

" approved mortgagee to the local HUD Area or Insuring

Office. . ~

Applicant ~ Investors, building developers, public
bodies, and nonprofit sponsors.

Beneficiary - All elderly or handicapped persons.

19?8 (est.)
Mortgages Insured: $104,395,000



Program Objective:

Program Operation:

How It Can Be
Used For The
Disabled

Eligibility

Budget:

Property Disposition Program

To reduce the iaventory of acquired properties #n
such a manner as to ensure the maximum return to the
mortgage insurance funds consistent with the need to
preserve and maintain urban residential areas and

- communities.

See Attached .

With a little creativity this program could provide a
valuable resource for the disabled especially when it
is used in conjunction with other programs such as

CDBG, Section 312, or Sectio

n 8.

Brokers,‘prospgctive purchasers, and other interested
parties are permitted to attend bid openings.

HUD-Owned Property Inventory

Homes:
Multifamily

1978 (est.)
25,701
37,418

1979 (est})
22,559
19,348




Program Objective:

Program Operation:

ﬁow It Can Be
Used For The
Disabled_

Eligibility

Budget

Urban Homesteading Program

To utilize existing housing stock to provide homeownership,
thereby encouraging public and private investment in selected
neighborhoods and assisting in their preservation and
revitalization.

The local governments selected for the program sell the
properties for a token sum (as low as $1.00) to

individuals or families called "homesteaders". The
homesteader must make repairs t6 meet minimum health and
safety standards, then occupy the property as a

principal residence for at least 3 years.

Since $16 million in Section 312 funds has been reserved for
low interest rate rehabilitation loans to support this
program, the disabled could make use of this to be

provided with accessible housing.

‘'Homesteaders must be equitably selected by each participating

city.

1979 (est.)
. $20,000,000



SPECIAL USERS: ELDERLY AND HANDICAPPED

Policy, Development and Research (PD&R) is addressing how best to
provide housing and housing-related services to people who have
special requirements caused by age or physical condition. What

are the optimal strategies for assisting these people? What service
package is essential to the success of special programs designed to
reach them? Specifically, PD&R wants to examine HUD's role in helping
elderly people keep their own homes and in helping handicapped people
have access to buildings. PD&R is looking at the housing-related
services that elderly people consume and the housing maintenance
decisions that they must make. PD&R is inventorying the current
housing situation to determine the extent to which people with
disabilities have access to federally subsidized housing. PD&R

is also examining the need for and costs of retrofitting public buildings
80 that handicapped people will be assured of access.
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Chapter 8: /mportant Dimensions and Considerations

The development of the Cooperative Living concept resulted in  the
definition of several comparative dimensions that significantly affected
life-styles of residents.

Consideration of these dimensions is important for persons who intend to
develop new housing alternatives, for rehabilitation professionals who suggest
placement of clients or patients, and most importantly, for severely disabled

| persons who are secking housing alternatives. It is important to recognize

| that the meeds of physically disabled persons vary greatly depending upon
such factors as degrec of mobility, age, life-style before the onset of
disability, family arrangements, economic levels, and traits of personality.
An ecnvironment that requires great personal responsibility in managing
affairs and self-confidence in being alonc may scem challenging and exciting
to one disabled individual, but isolated and frightening to another. Careful
consideration of the factors discussed below should be useful in determining
the best environment for a severely disabled person so that the individual
can function comfortably at his level of independence.

Physical Structure Careful design of spaces and fixtures can permit severely physically disabled

persons to become significantly more physically independent than they arc

able to be in typical residential buildings. Standards for the design of

accessible buildings have been published by ANSI and are currently being

reevaluated in a study at Rutgers University.* Design features used most

frequently are wide doorways and halls, ramped changes in level, electrical

switches and outlets at waist height, bathrooms and kitchens with space for

manucvering wheelchairs (often including roll-in showers), and cabinetry

| with space below for wheelchair accessibility and with hardware designed
: for persons with limited use of their hands. y

Beyond this straight-forward use of design to increase physical capabilities, a
structure used to house disabled persons should provide both opportunities
for socialization and opportunities for privacy. Persons who are insccure
when isolated from direct voice contact with other persons are more
comfortable in a dormitory-style structure. Those who prefer greater privacy
find apartments and single-family dwellings more comfortable and
compatible with their needs. Many severely disabled persons are more
sensitive to the social-contact features of a residence than are able-bodied
persons because they are dependent upon the physical assistance from
others, and the importance of this consideration may be much greater than
is immediately apparent.

It is also important to note that the individual resident’s needs change with

*Contract H-2200R, U.S. Department of Housing and Urban Development, 1975.
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his or her ongoing adaptation to new circumstances. |f one were to considet
an individual resident over a period of time, it would be reasonable 1o
assume that the individual would initially desire a very structured experience
after his acute care and first discharge to the community, then a
semi-protected dormitory arrangement, next an apartment complex with
other residents, and finally, his own setting. Viewing these requirements as
continuum gives some indication of the many options in terms of privacy
and socialization open to each resident as his individual needs change over a
period of time.

Adaptive housing for the disabled person is usually only one of many
requirements. In order to establish an independent and productive life-style,
an individual also needs a number of other elements including opportunities
to obtain schooling or job training, find employment, shop for material
needs, pursue a variety of leisure activities, and obtain ongoing medical
services. It is often preferable that sites of such activities (shopping, lcisure
activities, schooling) are located within wheelchair range of a residence so
that individuals may reach them without arranging more elaborate
transportation. A good transportation system can make the other
opportunities readily available if the residence is located in a well-chosen
area rather than isolated at an unreasonable distance for convenient travel.
In the effort to make a wide variety of opportunities accessible, it is
important to recognize that if all thesec opportunities are provided under
one roof, the residential environment becomes a sclf-contained institution.
Evidence indicates that most disabled persons prefer to be integrated, and
meeting all of the person’s needs internally prevents his or her integration
into the mainstream of the community.

There is a tendency among residential planners, vocational counselors, and
other professionals to believe that medical services must be an integral
aspect of the residence itself. While this is undoubtedly true for some
disabled persons, a great proportion of the severely disabled population can
maintain stable health while obtaining needed medical services in the same
way they are obtained by the able-bodied population in the community.
Locating a residence too close to a medical facility may impart an
institutional atmosphere that many residents purposely seek to avoid.

Neighborhood acceptance of a residence for severely disabled persons is a
concern among rehabilitation professionals who feel that there will always
be citizens in the community who will not approve of a special residence in
their neighborhood. It has been our experience throughout the life of this
project, however, that these apprehensions are over-exaggerated, and only in
rare instances have citizens expressed concern over living near a group of
handicapped individuals. If the resistance does become significant, it might
be necessary to seek legal assistance. In most cases, however, it is possible
to guard against getting into a difficult encounter with the community if a

few simple steps are taken prior to the actual construction or opening of a
residence.
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Supportive Services

1.1t is helpful to meet with neighborhood leaders and local
legislators to discuss the purpose and operating plans for the
project.

2. It is important to explore with a local planning agency or
zoning board the limitations that might be faced and to request a
special use permit as indicated.

3. It might be impossible to receive a full or open endorsement of
the project from persons in the neighborhood. Receiving a position
of neutrality could very well be enough and acceptance can come
after the program is operational.

For many severely disabled persons, having reliable attendant assistance (as
distinguished from nursing care) is a prerequisite to living outside an
institution. Recruiting attendants, training them, and managing the intensive
social relationships involved are major problems that continually face those
who are physically dependent upon assistance. Arrangements for providing
this service include a model in which each resident has one attendant, a
model in which attendant service is sharecd among a group of residents, and
a hybrid model in which one-to-one attendants are supplemented by shared
attendants. In some projects, the recruiting, training, and management of
attendants is done entirely by each resident. In other cases, an attendant
pool may be maintained by the project to assist individuals in finding
attendants. Occasionally, the project provides a staff of shared attendants
and performs recruiting, training, and managing functions for the residents.

Intensive relationships between a disabled person and his attendants seem to
have great potential for conflict, and most persons find it difficult to learn
an appropriate interaction style, often going through a number of attendants
before a stable and lasting relationship is developed. Experience in this arca
is often gained by living in a group residence and observing other disabled
persons interact with their attendants.

Obtaining food service is another requirement of the severely disabled
person. This service has been structured in various ways, ranging from
having attendants prepare food in private kitchens to sharing meals in group
dining facilitics. The provision of meals must be considered in a more
general way, since dining usually has social significance in our culture. It is
therefore important to most disabled persons to consider not only the
quality of food, cost effectiveness and convenience of preparation, but also
the setting and context in which meals are eaten. .

The availability of transportation is essential for disabled persons who wish
to lead active life-styles. Shared transportation services can be organized for
residential projects at various cost levels. Some projects own their own
vehicles, and others use specialized transportation for the handicapped
provided by other agencies. Still other residences are able to utilize the
services of the City of Houston special mini-bus system, which transports
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the residents from their apartments to the downtown sector of the city as
well as to university and medical services.

The nced for periodic medical services can also be met in various ways.
Some residential projects provide medical consultation through professional
staff personnel. In other cases, residents are expected to utilize the medical
service systems of the community. Most disabled persons in the Cooperative
Living residence managed to have their routine medical maintenance nceds
met by non-medical staff. Staff representing various backgrounds, many of
whom had no medical or nursing familiarity, werc trained to assume the
necessary attendant nursing care responsibilities. Staffing with non-medically
oriented personnel is very important in maintaining and promoting an
atmosphere that is non-institutional in nature. judgments regarding an
individual resident’s capacity to function in the setting or regarding the
requirements for definitive care must, of course, be assumed by medically
trained personnel. Even though daily care functions are assumed by
attendants, medical care and check-ups in an outpatient facility are also
essential to prevent complications. In facilities or residences where medical
services are not provided internally, a resident should be encouraged to
make plans in advance for coping with acute medical emergencies, and
project personnel must have access to this information.

In Houston projects that offer shared attendant services or attendant pools,
management of the program is usually done by disabled residents, perhaps
with outside supervision. This system may be overseen by a single, full-time
manager, though the manager’s position of authority over the staff may be
weakened because he himself is dependent on their services and good will.
Alternatively, various tasks, such as recruitment of personnel, accounting, or
building management, may be assigned to different persons. There are many
advantages in having the project managed by residents who are familiar with
their own problems. In some projects, groups of residents as a whole play
an active part in decision-making, effectively involving each resident in the
project’s operation. In others, the individual resident may purchase services
and have.only a business relationship with the managerial structure.

Experience has shown that several different types of management can bc
effective and can maintain the necessary communications with the residents
under their care. It is important to be aware, however, of the strengths of
the individual residents as well as the group of residents as a whole in
choosing the most appropriate management style. Through the life of the
Cooperative Living project, it was found that different management styles
were required and depended upon the resources of the group residing in the
project at a given time. For example, during some periods a necessary single
manager-leader type person was required since many of the residents were
not ready, able, or willing to participate in management and simply wanted
services provided to them. During other times during the life of the
residential program, it was found that the residents were becoming morc
active in the daily operation of the facility and were interested in
negotiating and bringing about change in the system since it would affect
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Social System

their situation personally. Overall, involving the residents in management
allowed them to begin gaining skills that served them well as they began to
approach competitive employment in the community. In essence, the
experience as a resident manager, or an individual involved in the group
management, seems to have provided a good training ground and.
preparation for futurc employment.

The social system of a residential project has a more significant impact on
the life-styles of the residents than may be readily apparent. Living with
other disabled persons can provide the opportunitics for strengthening one's
capabilities in communicating, as well as providing opportunities for
modeling. Modeling was found to be particularly important for persons
whose disabilities occurred after they had established a life-style as an
able-bodied person. In adapting to disability, persons learn about new
cquipment, ways of handling medical problems such as skin breakdowns,
and ncw  physical techniques for performing various tasks through
observation of fellow residents. They may also learn how to manage social
interaction with attendants, potential dating partners, and personnel of
various organizations such as vocational rehabilitation counselors or potential
employers. Scecing a fellow resident arrange transportation for a date, open a
checking account, securc a part-time job, or buy a car, may provide the
motivation as well as the know-how to encourage a disabled individual to
try new activities.

In a shared residence, certain roles may emerge within the social system
which last beyond the tenure of a specific individual who plays the role.
Some roles are specific to the project, but others seem to be more general,
Among these are the role of “contact broker,” who is a person experienced
in dealing with outside agencies such as social security offices, university
registrar’s offices, housing authorities, and personnel of medical facilities.
The contact broker serves an important linkage function between residents
and outside agencies since he ‘“knows the ropes” and has personal contacts
which can be of great benefit to other less sophisticated residents. Another
general role is that of “goat,” an individual who asks for more help than
the other residents feel he requires. In general, there seems to be little
tolerance of such behavior in the residential settings studied, and ‘“‘goats”
are usually the object of joking and criticism. Ridicule of dependent
behavior seems to be an important element of social interaction as it
discourages dependency among other residents and supports the ideals of
independence and productivity that are shared by most persons who move
into independent living arrangements. Persons who are labeled as “spoiled”
by other residents often can never become fully accepted members of the
social system and may feel very isolated and lonely.

Group residences may become close in-groups with solidarity promoted by
sharing activities such as out-trips within the community. This solidarity
may be an important supportive force for many residents. In other projects,

most persons ‘““go their own way” and interact infrequently with other
residents,
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The social system is also important in terms of the opportunities it provides
for developing external relationships. |f persons are able to leave the project
and become involved in activities, and if they are comfortable entertaining
guests, outside friendships are developed which prevent the environment
from becoming an ingrown social system.

An adequate financial base is essential for any group residence, and various
combinations of sources of support have been utilized. Financial sponsorship
of group projects with shared services has been provided by contributions
from private individuals, by foundations, by HEW funds through Rescarch
and Training Center and Research and Demonstration grants, by
establishment grants from state vocational rehabilitation agencies, and by
non-profit corporations formed by groups of residents. The Department of
Housing and Urban Development has provided funds to construct accessible
apartment buildings but usually does not fund the necessary support services
such as attendant assistance and transportation. Cash payments to individual
residents may be provided by maintenance payments from departments of
vocational rehabilitation, supplemental security income, or social security
disability insurance. Specific services may be subsidized by homemaking and
chore services from state departments of public welfare, or by rent subsidics
through agreement with housing authorities. In Massachusetts, a spccial
arrangement was developed to permit supportive services such as attendant
care to be purchased under Medicare ~for persons in facilities other than
nursing homes. Since no currently existing funding program alone provides a
consolidated approach for purchase of independent living, a major task of
all residential projects must be to coordinate the.several sources of support
that exist within state and federal agencies as well as from local
programming. Development of these resources requires a considerable
amount of effort, diplomacy, and continuing persistence on the part of
project personnel.
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A Small Group Independent Living
Experiment for the Physically Handicapped

DON M. RICE', HARRY E. HINTON, and DONALD W. CONOVER, San Diego, California

This article describes an experimental attempt to provide family-like housing accommoda-
rions for a small group of handicapped persons. It presents an insider's view of the
residential facility itself and of some of the factors relating to small group living, resident

selection, and staffing.

BACKGROUND

During the past few years a number of se-
verely phvsically disabled persons across the
country have been banding together in an
attempt to live in small groups for economic
and emotional reasons. Many of these handi-
capped people are young college students
who are otherwise unemploved. Their lim-
ited income is provided primarily by the
Social Security Administration, the Veterans
Administration (United States Code), and
various welfare programs. This income lim-
itation has forced countless mentally active,
but physically disabled, young and middle-
aged adults into nursing homes or other in-
stitutions.

The advantages of living as independently
as possible within a small-group residence
over living in an institution are many and
profound. Perhaps the most fundamental of
the differences are the opportunity to per-
ceive oneself, and to be perceived by others,
as a responsible private citizen rather than
as a patient, and to function in an environ-

' Requests for reprints should be sent to Mr. Don M.
Rice, 5544 Madison Avenue, San Diego, California 92115,
U.SA.

ment that is not unduly restrictive. To oper-
ate a large institution such as a nursing
home efficiently, many rules, regulations,
and schedules are essential. In the large in-
stitution it is usually impossible to treat
each person as an individual. Even to the
individual who is responsible, mentally com-
petent, and relatively able-bodied, these
limitations can be very annoying. To the
individual who is responsible, mentally com-
petent, and severely physically disabled, these
same limitations can be demeaning, madden-
ing, and terrifying (Mendelson, 1974).

The purpose of this article is to describe
one attempt to provide low-cost, wheelchair-
accessible housing that shows promise of
continuing economic and social success. The
intent is to present the problem and the
attempted solution from the point of view of
the handicapped person with special resi-
dential needs, inasmuch as two of the au-
thors are handicapped people living in the
facility to be described. Moreover, while
attention is given to the design of the resi-
dence itself, social and economic aspects of
the general problem of providing appro-
priate housing for the handicapped are also
noted.
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HANDICAPPED INDEPENDENCE
PROVEN (HTP)

In 1973 a builder in San Diego, California,
became aware of the lack of appropriate
housing for wheelchair-bound people while
trying to locate a suitable residence for a
friend. After contacting a local disabled busi-
nessman who put him in touch with other
individuals, the builder arranged meetings
with members of the California Association
for the Physically Handicapped, disabled
students from San Diego State University,
their Coordinator of Disabled Students Ser-
vices, and other interested citizens.

From these and other contacts within the
community, the builder ascertained that
there was a significant and immediate need
for reasonably priced wheelchair-accessible
housing. The overwhelming consensus of the
disabled persons contacted also convinced
him that they were not enthusiastic about
the prospect of large facilities; institutional-
ization was precisely what they wished to
avoid. Most of the handicapped people
queried definitely preferred small-scale resi-
dences which would be able to provide a
friendly and family-like environment. Such
home-like surroundings would enable them
to pursue more productive lives regardless
of their disability. Specifically, all disabled
residents wished to be provided with private
bedrooms.

For the above reasons it was decided that
the first experimental residence’ would be
limited so as to accommodate about six
wheelchair-bound persons. Subsequent ex-
perience has shown that this size group
preserves the family-like environment and ef-
fectively minimizes the feeling of institution-
alization. On the assumption that the develop-
ment and operation of reasonably priced
housing for the disabled could be econom-
ically feasible, this small-unit building pro-
gram was initiated in mid-1973 (Rice and
Hinton, 1977).

HUMAN FACTORS

The first residence was ready for initial
occupancy in February, 1974, at which time
the coordinator moved in. This individual
had been involved in a somewhat similar
living arrangement for several years and had
developed some skills in account keeping,
food buying, and unit management. An at-
tendant was employed and the ““small group
independent living experiment for the se-
verely physically disabled” concept was
started. To characterize their experiment,
the handicapped residents chose the descrip-
tor "'Handicapped Independence Proven,” and
its acronym HIP, because both reflect the
positive attitude as well as the ideal toward
which they strive.

FACILITY DESIGN

For the most part, only basic architectural
accessibility and convenience innovations
have been incorporated into this first resi-
dence (Federal Law Related to Public Hous-
ing). These basic design features enable quad-
riplegics requiring special care to live more
comfortably and to be as independent as
their physical disabilities permit. Several
other additional features are necessary in
order for wheelchair-bound paraplegics to be
able to function adequately in complete inde-
pendence. These features are being incor-
porated as rapidly as demand and circum-
stances permit (Federal Law Related to
Public Housing, 1968; American National
Standards Institution, Inc., 1961).

The exterior sidewalks in this new place
are concrete and are level or ramped with a
maximum grade of 5%, and safety railings
have been installed where necessary. Most
doorways are at least 91 cm wide. Wall plugs
are 61 cm, light switches are 91 cm, and ther-
mostat controls for the electric heaters are
122 cm above the floor level. The heaters are
recessed high on the walls to avoid accidental
burns. Attendants can be contacted from
each bedroom with an emergency call buzz-
er. The emergency call system is a 24-volt
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DC system. Normally, it is powered by the
standard 110-volt AC system through a step-
down transformer, to 24 volts DC. However,
in case of a power failure, a special relay
immediately actuates the 24-volt DC backup
system.

Each bedroom has two entrances (Cali-
fornia Civil Code). All bedrooms have an out-
side private entrance, except one. Bedroom
closet clothes poles are 122 ¢m from the
floor. The bathrooms have ramped showers
with both conventional shower-head and
hand-held sprays. Water temperature in the
showers can be preset to avoid burns. Bath-
room sinks are positioned to permit knee
room beneath. With the exception of the
bedrooms and the bathrooms, most of the re-
maining residence interior is open and un-
obstructed by walls.

There is another important design con-
sideration which is related to the provision
for knee space under lavatories and kitchen
sinks. If there are exposed drain or supply
pipes under these units, they can become hot
enough to burn knees andlegs. These pipes
must be wrapped with insulation materials.
Remember, paraplegics and quadriplegics
cannot feel the burn at all. They just see
it—too late!

Specifically, for the paraplegic—one who
who has use of one set of extremities but
not both—certain special and often addi-
tional interior design features are required.
Those paraplegics who have full use of hands
usually do not require complete bio-care
(catheterization, etc.), but they must be pro-
vided with standard grab bars around the
toilet as well as other special design features
required for all wheelchair users (American
National Standards Institute, Inc.; California
Civil Code; Laurie and McGwinn, 1977).

The “upper paraplegic,” often a polio vic-
tim, who may be able to walk but has little
use of arms and hands, poses a very special
and often unique problem to the human fac-
tors enginecr/designer. As with the quad-
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riplegic, the “upper paraplegic” often re-
quires some form of bio-care and may have
considerable difficulty in lowering himself
to a toilet stool despite inclusion of standard
grab bars. Use of toothbrush, comb, eating
utensils, and the like, is almost precluded
without special arm/hand-operated attach-
ments—truly a design job specific to the par-
ticular handicapped individual.

It is the little things that count in the prac-
tical living situation, especially for the quad-
riplegic. For example, most quadriplegics
have limited use of their hands except for
gross movements; however, they often can
handle a telephone hand set if it is especially
adapted for their use. In some instances, the
Veterans Administration or rehab-hospital
bioengineering shops have made some handi-
capped people special prosthetic devices
which attach to their hands for holding such
things as eating utensils, toothbrushes,
combs, and pencils. _

Minimum shower stall dimensions intende
for the handicapped are generally provided,
but they seldom offer enough “turn-around”
space for both the handicapped person in a
special wheelchair and for the attendant
who quite often must be present. (A 1.8-m
diameter ‘“‘turn-around’’ space is recom-
mended.) Furthermore, the floor-riser, which
keeps shower water from spilling out over
the bathroom floor, must still be flat enough
for the handicapped person to maneuver the
chair over the riser without excessive arm-
force requirements. Nonslip floors in bath-
room and kitchen are a must. Wet, slippery
floors, despite powered chairs or the strong
arms of many paraplegics, make maneuver-
ing of the wheelchair nearly impossible.

Kitchen sink and lavatory height above
floor level should be limited to 81 ¢cm. Imag-
ine trying to wash one’s hands or to dry a
dish while hands are near eye level! Despite
specifications to the contrary, this design
feature is too often disregarded by builders
of homes for the disabled. The high sink is
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satisfactory for the attendants, but useless to
the handicapped.

Even though 91-cm doors and 107-cm hall-
ways are usual features in homes designed for
handicapped people, often little or no consid-
eration is given to “turn-around’ clearance
between such things as beds and desks.
Rarely is interior design consideration given
as to how many wheelchairs can be placed
around a table. A good rule to go by for
seating is: two wheelchairs to three ordinary
chairs.

As a final example, for the disabled who
have very little use of hands, even a specially
designed doorknob presents an almost im-
possible manipulation task. Our group has
partially solved this problem by tying short
lengths of nylon rope to the doorknob exten-
sion handles. Using the rope, the quad-
riplegic can insert an arm or wrist in the loop
at the end of it and tug the handle “down”
to open the door; by backing away from the
door with the wrist or arm again in the loop,
he can cause the door to close.

The foregoing minor design innovations,
to suggest a few, are offered for their prac-
tical use by those who are concerned “‘be-
vond the call of mere specifications” about
making life just a little more meaningful to
the handicapped person. Although the scope
and intent of this article does not include
discussion of specific details per se, sugges-
tions are made in the several documents
(Federal Law Related to Public Housing;
American National Standards Institution:
Aulger, 1974; California Civil Code; Laurie
and McGwinn, 1977).

REGULATIONS AND POLICIES

As was noted above, the efficient operation
of a large institutional facility necessitates
adherence to a set of rules and regulations
that to many individuals may be unduly re-
strictive. At HIP, the sole regulation is: “do
nothing illegal on the premises.” Specifically,
this prohibits such things as the possession of
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illegal drugs. Everything else can be ade-
quately handled by the common-sense ap-
plication of the Golden Rule. With any group,
no matter how small, minimal schedules are
necessary. At HIP, the evening meal is pro-
vided at a specific time. To ensure that the
residents are ready on time each morning to
be picked up by the school vans, there are
scheduled times at which they receive per-
sonal attendant care. These times are flexible
and are worked out between the residents
and the staff to their mutual convenience
(Rice and Hinton, 1977).

There are no restrictions on adult visitors
or hours. However, all residents make every
effort not to infringe upon the rights of their
fellow residents. The residents also cooperate
with the staff and try not to disrupt their
busy routine, especially regarding bedtime
activities. For example, when residents plan
to be out late, arrangements are made in
advance with the staff. If possible, persons
who are taking them out for a late evening
should be able to put them to bed.

Residents who are parents may have their
children stay several days at HIP provided
they are responsibly supervised. The presence
of small children entails an additional work-
load for the staff. The resident is expected to
make some sort of agreement with the staff
for their assistance in looking after the chil-
dren.

All out-of-the-ordinary plans are arranged
for in advance with the staff and the coordi-
nator. When guests are invited to dinner,
advance notice is necessary to ensure that
additional food is available and prepared.
Each resident is charged a nominal fee to
cover the cost of meals consumed by their

‘guests.

It is normally difficult for several persons
to live together without some personality
conflicts now and then. Nevertheless, this
group makes a conscious effort to minimize
conflicts which do arise. Attempts are made
to settle these problems with patience,
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understanding, and compromise, In order to
maximize this feeling of being a close family,
the current residents also make an effort to
sclect only those new residents and staff
members who appear to be equally responsi-
ble and compatible.

RESIDENT SELECTION

At HIP, small group living has been
demonstrated to be suitable for a variety of
disabilities. To assist in selecting persons
who will be able to function successfully
here, each applicant should ideally meet the
following criteria (Rice and Hinton, 1977).

(1) Be a reasonably intelligent young or middle-
aged adult who is highly motivated toward
self-improvement and who intends to lead as
productive a life as possible.

(2) Be considered by his physician to be able re-
sponsibly to direct his daily activities, in-
cluding the training and supervision of his
attendants.

(3) Be knowledgeable enough about his specific
disability to recognize minor medical prob-
lems and use sound judgment in determining
when professional medical help is needed.

(4) Be disabled to the degree that he requires at
least 20 hours of attendant care per week.
(This is the minimum number of hours re-
quired to qualify for the California State
Chore and Homemaker Services, a program
that provides funds to those adults who are
current applicants for, and recipients of,
Federal Supplemental Security Income [SSI]
and/or State Supplementary Program [SSP]
benefits. Its purpose is to enable adults to re-
main in, or return to, their own homes in
cases where they are unable to perform es-
sential housekeeping tasks, and/or to help
maintain or strengthen their capacities in the
areas of limited personal care and household
management.)

(5) Be considered favorably by the other resi-
dents and staff.

(6) Be approved by the coordinator if he is con-
vinced that the applicant seems likely to fit
into the existing group with minimal per-
sonality conflicts, and if it appears that be-
coming a resident will be in the best interests
of the applicant and the group as a whole.

STAFF CONSIDERATIONS

The staff is selected and hired by the co-
ordinator; however, the coordinator is sup-
ported in this task by the residents, since
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they are most familiar with their own care
requirements. Generally, HIP residents have
favored college students as attendants. Sev-
eral of the HIP residents and staff attend San
Diego State University which is less than
3.5 km away. This common interest tends to
increase the closeness of the HIP family
group. Proximity to the university, plus the
close rapport with its students and staff,
facilitates locating those students who are
interested in part-time work. HIP is also
located within 16 km of several other po-
tential sources of attendants, such as other
colleges, universities, hospitals, as well as
Veterans Administration facilities. Atten-
dants have an excellent opportunity to learn
the different types of care required by each
of the diverse physical disabilities of the HIP
residents.

Although staff attrition will always cause
temporary inconveniences, it can, with prop-
er planning, be handled as a productive
portion of a stable program. HIP encourages
the staff family to take advantage of all
opportunities for professional improvement.

A primary reason that so few severely
physically disabled persons live alone with
an attendant is that this is a “luxury” which
they cannot afford (Mendelson, 1974; Rice
and Hinton, 1977). This, of course, is the
same reason that so many end up in nursing
homes. In small groups, lack of sufficient
money is still a problem; however, by shar-
ing common expenses, it has been possible
for this particular group to function success-
fully to date.

At HIP, provision for staff living quarters
was made in the original plan. By this
means, it is possible to employ higher caliber
persons, yet pay them a more moderate
salary, because they are also provided with
room, board, and utilities. This, in turn,
enables the owner/manager to provide the
physically disabled residents with the 24-
hour-per-day attendant care most of them
require.
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It is often the case that wage scales for
service providers who are supported by the
state are close to the legal minimum. In gen-
eral, if a manager cannot provide room,
board, and utilities as part of a package
agreement, the caliber of prospective atten-
dants often deteriorates. Many disabled
people know too well that they usually get
what they can afford. They also know that the
attrition rate of the lowest wage-scale em-
ployees can be very high. To date HIP has
minimized these problems through staff live-
in arrangements.

Part-time helpers are used on a regular
basis during pcak workload periods, es-
pecially during early morning and late
evening hours, and on weckends. They assist
the residents in dressing, transferring to
wheelchairs, grooming, and preparing and
serving meals. In the evenings, they assist in
transferring residents to beds and in un-
dressing them. The part-time helpers are also
used in numerous other capacities, such as
driving or minor internal maintenance work.
Their wages vary, depending on their duties
and experience.

One of the three full-time staff members is
the special weekend attendant. This person
is on call from 6:00 a.m. Saturday until 6:00
a.m. Monday. The special weekend attendant
also helps supervise the part-time staff, and
often assists in dressing, undressing and, in
the more detailed bio-care, as required.

Locating competent and responsible atten-
dants is a chronic problem for the severely
physically disabled. Attendant hiring is also a
problem for the elderly and the convalescing
in many places, so this makes it a widespread
community problem. City-wide, centrally lo-
cated offices may prove to be the solution.
Such offices could provide attendants of
many types, such as companions, drivers,
housekeepers, counselors, para-legals, and
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several vears. Those who are participating in
this precedent-setting concept enjoy the chal-
lenges with which they are continually con-
fronted. They realize that small group handi-
capped housing is no different from any
other experimental program. Regardless of
its advantages, challenges are to be expected,
and constant efforts toward improvements
must be made for continuing successful op-
erations.

As of November, 1977 the name of Handi-
capped Independence Proven has been
changed to Mi Casa, Su Casa, and it is under
new management. All questions regarding
current status should be directed to: Mi Casa,
Su Casa, 5333 El Cajon Blvd., San Diego,
California 92115, U.S.A.
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Chapter 9: The Residents Revisited

Cooperative Living had a special meaning for cach resident who participated
in the program. To some, it meant being able to leave.a nursing home or
family home; to others, it provided the opportunity to go to school or
consider employment. But to each resident, the Cooperative Living
experience provided a setting to test his or her independence in new ways.

As a result of the Cooperative Living experience, most of the residents were
able to consolidate both personal and agency resources to improve their
life-styles and create options and opportunities that were not formerly
available. The following case narrative describes this difficult process, and
highlights the role of the Cooperative Living concept in helping integrate all
the resources required to help persons achieve personal goals and
expcctations that are commensurate with their abilities.

John Lopez (fictitious name), a 17-year-old Mexican-
American, lived with his parents and 11 siblings in a small
town about 15 miles outside of Houston, where his father
worked on an irregular basis. In 1965, John became quad-
riplegic as the result of a diving accident. john had never
liked school and had just completed the cighth grade prior
to his accident. His spinal cord injury, at the level of the
sixth cervical vertebra, left John facing abrupt changes in
his life-style.

After the accident, John was taken to a county hospital in
Houston where he spent two months, and was then trans-
ferred to the Texas Institute for Rehabilitation and
Research, a comprehensive medical rehabilitation facility.

During the comprehensive rehabilitation process, John bene-
fited from a number of services beyond those required to
restore function, usc residual movement, and stabilize his

* health and physical condition. In physical therapy and
occupational therapy, he learned to use his residual physi-
cal capabilities so that at discharge he could push his
wheelchair on a level surface, perform grooming activities,
feed himself, and write slowly using special reciprocal wrist
splints. He also began some new leisure activities, including
painting. Social service counseling and therapy were impor-
tant in helping him resolve some of his feelings about the
hopelessness of his situation and finally in working out
some future plans for his life. This was tedious and often
frustrating because of his precarious and uncertain physical
condition and his awareness of its meaning to his survival
and range of options.

After leaving the Institute, John returned to his rural
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/2 family home. His personal life centered about his brothers

and cousins. Transportation out of his isolated setting was
seldom available for a wheelchair-dependent person. As a
result, in spite of his earlier dislike of education, John
developed an interest in reading which became his major
pastime. During the next seven years, John lived with his
family and returned to the Institute every six months to
be followed in outpatient clinics.

John eventually became dissatisfied with his existence and
sought a vocational evaluation to explore other alternatives.
This examination revealed an intellectual potential for
college and also indicated that with proper equipment,
John now had enough hand and arm function to perform
some manual shop tasks. He was accepted as a client of
the Texas Rehabilitation Commission (TRC) and made the
decision to enter a work adjustment and vocational training
program at the Institute’s Work Activities Program.

In order to begin involvement in vocational training, John
had to find a living arrangement in Houston, since his
family was unable to provide daily transportation. Initially
he agreed to live in a nursing home which had other
young disabled residents, and where shared transportation
would be available. He had strong feelings of dread about
moving to this environment, and it was a difficult compro-
mise to make. Fortunately, before he entered the nursing
home, an opening became available in the Cooperative
Living project. John moved into the project in the fall of
1973, and began to reassess his personal goals. Following
extensive vocational exploration, in January, 1974, he
entered a training program in micrographics developed by
the Work Activities Center.

The contacts John experienced with young, active, working
disabled persons and the availability for social and voca-
tional involvement stimulated important changes in his life-
style. In May, 1974, John moved into an apartment cluster
with shared attendant and transportation services developed
as an outgrowth of the residential program. At this time
(December, 1976), he is living with a significant other in
this setting.

After being employed a year and a half in the micro-
graphics project, John decided to enter the University of
Houston where he is presently enrolled, and plans to grad-
uate soon.

" John's needs for a complex array of rehabilitation services
during the years since his injury have varied greatly as his

Page 92

Epilogue




Chart 8:1

Current Job Classifications of
Former Cooperative Living
Residents

Epilogue

personal development has evolved. Without the availability
and appropriate coordination and timing of a number of
key elements of comprehensive rehabilitation, such as
medical restorative services, follow-up services, adaptive
housing, vocational evaluation and training, attendant assist-
ance, and transportation, John’s progress would have been
stifled. Access to only one of these elements would have
been of little benefit.

In this case example, it becomes clear that understanding and negotiating
services, many with conflicting entitlements, was essential for success. Also,
the timely availability of a housing alternative in the sequence of events was
extremely important. Without the Cooperative Living alternative, it is
questionable whether the goals of independent living, involvement in school
and work, and active social participation would have been attainable.

The Cooperative Living concept, which combines physical arrangements and
assures personal physical assistance, vocational training experiences, and
personal growth services, must be a part of the rehabilitation process that
extends beyond the formal institution. The full impact of this concept is
further illustrated by a follow-up study conducted in January, 1977, on the
40 residents who participated in the Cooperative Living project.

In the follow-up study, it was determined that one resident had died, and
three were lost to follow-up, giving a reportable N of 36. Thirty-three of
the 36 persons interviewed now live in urban settings, and three reside in
rural homes. Of the 33 persons living in urban settings, 17 currently live in
apartment clusters with shared services, four reside with personal attendants
in apartments or apartment clusters, five reside with their spouses in
apartments or apartment clusters, three live in homes with their spouses,
one person lives in his own home with an attendant, two residents have
returned home to their families, and one person currently resides in a
nursing home.

The current mean income level of the residents has increased from $122.59
at admission to the project to a current mean of $496.91. This increase is
primarily due to the active vocational involvement of 17 former residents.
Chart 8:1 lists the job classifications and reports full and part-time
employment.

Part-time Full-time
1 - rea.l estate salesperson 2 — switchboard operators
1 — writer 1 — intermediate school teacher
1 — products salesperson 1 — receptionist
1 — communications clerk 1 — accountant
1 — civil engineer
1 — social work administrator
1 — vocational evaluator
1 — products salesperson
1 — research director
1 — college professor
2 — residential managers
n=4 n=13
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Chart 8:2
Residents’ Sources of Income

Of the 19 persons who are not employed, 13 are attending college or arc
involved in vocational training, and six persons are inactive. Two are .
inactive due to medical problems, and four are in the process of
reformulating plans.

Chart 8:2 offers a comparison of the residents’ sources of income at
admission with current sources. Several significant conclusions can be drawn.
The employment status, both full and part time, demonstrates that
employment gains were maintained. Secondly, the role of Vocational
Rehabilitation in  the process of helping residents achieve vocational
independence was successful; therefore, vocational rehabilitation support has
decreased from 15 persons being sponsored at admission to seven at the
time of the follow-up study. Thirdly, the dependence on state welfare
programs, Supplemental Security Income, and Social Security has decrcased
from 37 persons being sponsored to 24 currently receiving these types of
benefits. Finally, the shift in dependence from parents is significant from
the standpoint of individual independence.

ADMISSION CURRENT STATUS
EARNINGS

Part Time 1 4

Full Time 0 13
SOCIAL SECURITY 17 9
SUPPLEMENTAL
SECURITY INCOME 4 15
STATE VOCATIONAL
REHABILITATION 15 7
HOUSING
AUTHORITY 0 0
VETERAN’S

" ADMINISTRATION 1 1

STATE WELFARE 16 0
PARENTS 28 2
SPOUSE 0 3
OTHER 3 3

(Investments, etc.)

The follow-up study also included a question about the former residents’
feelings about their current life-styles and their future goals and plans.
Thirty-one of the residents indicated that they are content with their
current life-styles, four feel their life-styles could be improved, and one
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person indicated dissatisfaction with his life-style. When asked about future
goals or plans, 12 persons expressed a desire to go to work, nine said they
wanted to complete their education or vocational training and begin work,
six wanted to obtain a higher degree or pursuc a post-graduate professional
degree (i.e., law), two said they would like to purchase a car, and six
persons indicated that they had achieved their goals and were content. Four
persons had no future plans or goals.

The findings in this follow-up study serve to reinforce the permanance of
the benefits of the Cooperative Living experience upon individual residents.
The Cooperative Living model offers hope for the disabled segment of our
population. The experience in Houston, Texas, only serves to typify the
need existing across the nation for unique living arrangements for the
severely handicapped. Independent living for the severely disabled must
become the rule, not the exception, in the United States. The Cooperative
Living concept can serve as a national model for residential developments of
this type. Therefore, the significance of this venture and others to follow
can only be measured after viewing the opportunities offered.
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INDEPENDENT LIVING CURRICULUM

OBJECTIVES

1. To provide alist of resources and materials

relevant to the development of an IL Curricu-
lum.

2. To feature materials which may assist facility
personnel in training and teaching skills to
their program participants.

SUMMARY

The materials presented in this section are por-
trayed in accordance with the selection process used in
gathering sources for this manual. The first part of this
section contains materials that have been personally
reviewed by the project staff. The second part of this
section offers suggested references which have been reviewed

by various professionals involved with IL services or
research.

The majority of the materials selected utilize
behavioral techniques in developing methods of assessment,
training, or teaching. This approach involves initiating
written objectives, lesson plans, and methods for the
evaluation of results. We would like to caution the
reader, however, from using these kinds of materials in
isolation. The philosophy of IL stresses not only the
development of certain competencies, but a "state of mind"
whereby the individual feels "in control" of his/her own
life and is able to make decisions without undue depen-
dence upon others. The psychological aspects of IL can
also be evaluated through personal interviews, personal

counseling, and observations of actual experiences in daily
living.

It is also recommended that the professional
involved with IL services explore alternative resources
that have not been well-publicized up to the present time.
For example, the Boston Center for Independent Living
(BCIL) is in the process of writing a manual on staff
development and IL service delivery. The Center for Inde-
pendent Living (CIL) in California provides technical
assistance to many facilities and centers who are in need
of information on the development and implementation of
services. CIL, along with the Texas Institute of Rehabili-
tation and Research, (TIRR), strive to provide continuing
research and resources on IL. TIRR plans to offer train-
ing in developing Individually Written Rehabilitation Plans
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and Programs (IWRP'S) in Independent Living, which will
most likely come about in June or July of this year. And
lastly, many hospitals who provide care for severely dis-
abled individuals may have information on staff develop-
ment and services for their patients.

There is a need for continued research and
development in service delivery for Independent Living.
It is hoped that facilities and centers will make their
programs known through publication of their IL curriculum
and program materials.

(1) De Jong, Gerben and Sager, Alan. Meeting the Personal

Care Needs of the Severely Disabled Citizens in Massa-
chusetts. Waltham, Massachusetts, Levinson Policy
Institute, Brandeis University 02154, 1977. To
order, please contact Gerben at Tufts-New England
Medical Center, 171 Harrison Avenue, Boston, Massachu-
setts 02111. '

This 220 page manual is a detailed exposé on pexr-
sonal care services for the severely physically disabled.
The concept of consumer-directed personal care attendant
(PCA) has emerged as one of the key focal points in the
provision of IL services. The PCA is an individual who
assists a disabled person in bathing, dressing, toilet
care, skin care, and other daily activities. They may also

lend assistance in meal preparation and housekeeping chores.

In this model, the PCA is viewed as a regular employee and
not as an assistant. The disabled person is solely res-
ponsible for hiring and terminating his attendant's employ-
ment.

For the professional who is responsible for, or
involved with, the provision of attendant care or atten-
dant care referral services, this information can facili-
tate the following:

(1) An awareness of the complexities of funding
mechanisms for PCA services, and potential
avenues of support for their own particular
program.

(2) An education in the various PCA systems in
use, and the specific elements therein.
This includes eligibility criteria, employee
selection, services needed, and attendant
care training.

(2) Fry, Ronald R., and Smith, Bradley C. Instructional
Materials in Independent Living. Menomonie, Wiscon-
sin 54791, Materials Development Center, University
of Wisconsin, Stout, 1978.
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In response to the need for instructional
materials in Independent Living, this annotated list of
resources has been developed for the rehabilitation pro-
fessional. The majority of the selections are written
with the developmentally disabled individual in mind.
Topic areas such as personal care and money management,
however, may be applicable and necessary in meeting the
needs of various disabled populations. For a preview of
materials, here are some examples of the resources
listed:

Baker, Richard and Sawyer, Horace. Adjustment
Services in Rehabilitation: Emphasis in Human
Change. Auburn, Alabama 36830, Auburn Univer-
sity, Rehabilitation Services Education, 216
Petrie Hall, 1971.

This publication examines the concepts of adjust-
ment as perceived by rehabilitation facilities, and offers
information on developing goals, implementing services,
and defining training areas. In addition, an extensive
reference section on adjustment and vocational evaluation
is offered.

Adjustment programs typically concern themselves
with client behavior and competencies in work or work-
related areas. This process is directed towards the
enhancement of vocational potential. This document may
provide a basis for structuring an IL service component,
however as skills development in IL also focuses on behavior
and client change.

Kreps, A., and Redden, C. Ongoing Classes for
Developmentally Disabled Adults in the Denver
Area: Working Curricula 1975-76. Denver,
Colorado, Metropolitan State College, 1006 11th
St., Box 92, Denver, Colorado 80204.

The Stout publication lists this source and 13
others from Denver which deal with the following areas:
Homemaking, family living, hygiene, money management,
transportation, and methods of program evaluation. For each
area in the curriculum, goals are established, objectives
designed, and pre- and post-tests are administered.

These publications may serve as a guide in
developing service areas and in designing assessment tools
for an IL program. Since the material is geared towards
developmentally disabled adults, the information may be

easily adapted for use with the disadvantaged disabled popu-
lation.
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(3) Georgia Division of Vocational Rehabilitation, Over-
view: Adjustment Services, Milledgeville, Georgia 31061
Rehabilitation Center, Central State Hospital, 1976.

This collection of materials includes a series
of manuals which cover the following adjustment areas:
community living, social and personal skills, and work
adjustment training. The development and implementation
of the center's program is explained, and its functions
described. For each area of programming the referral pro-
cess, methods of evaluation, and the reporting system
utilized are outlined.

The procedures used in adjustment services train-
~ing may be revised for adaptation to an IL curriculum.
For example, for the section on Community Resources, a com-
plete lesson plan is provided. This plan includes objec-
tives, methods, activities, and subject matter to be learned.
The information offered from this set of manuals claims to
be designed for the occupational and personal fulfillment
of the participants, all of which intersect with the con-
cepts of IL rehabilitation.

(4) James, Muriel, and Jongeward, Dorothy. Born to Win:
' Transactional Analysis with Gestalt Experiments.
/ Menlo Park, California: Addison-WesTey Publishing
Company, 1977. Transactional Analysis Association,
1772 Vallejo Street, San Francisco, California 94123,

The authors provide a detailed interpretation
of transactional analysis which is a psychological con-
struct that proposes a rational method for analyzing and
understanding human behavior. TA believes that man is
capable of directing his own life, of making decisions .
without persuasion from others, and is capable of being a
"winner'" in life. To "win" at life, an individual must
learn to develop certain aspects of his/her own personality.
These include being able to give and receive love, be res-
ponsive to the needs of others, and to be able to assume
responsibility for his/her own life. The concept of IL
for the disabled echoes these descriptions.

(5) Johnson, Stuart R., and Johnson, Rita B. Developin
Individualized Instructional Material. Palo Alto,
California: Westinghouse Learning Press, 1970. 2680
Hanover Street, Palo Alto, California 94304.

One of the challenges in delivering IL services
is the necessity for the reconciliation of individual needs
and capabilities with general service provisions. The
client is asked to assume control in developing his own
program goals and objectives. IL services, however, may be




‘limited and/or general in approach, depending upon such

factors as available funding and community resources.

This booklet provides a method for developing
an instructional system which emphasizes individual learn-
ing. This approach is based upon an analysis of the spe-
cific behavior desired, and a task analysis of that
behavior. Included in this manual are sections on specify-
ing and analyzing objectives, measuring the attainment of
objectives, arranging instructional activities, designing
methods and materials, and refining the instructional Sys-
tem. This material may be a valuable resource for those
professionals who require a step-by-step procedure in pro-
viding IL services.

(6) Laurie, Gini. Housing and Home Services for the
Disabled: Guidelines and Experiences in Independent
Living. St. Louis, Missouri: Medical Department,
Harper and Row Publishers, 1977. Gazette, 4502 Mary-
land Avenue, St. Louis, Missouri 63108.

Gini Laurie is often referred to in IL circles
as the "person in the know'" when it comes to possessing a
long-time understanding of the needs of the severely dis-
abled. As the Editor and Founder of the Rehabilitation
Gazette, Ms. Laurie has been keeping her readers informed
on relevant issues for the disabled, since the magazine's
inception in 1958. As the Gazette has become internationally
based, the concepts and experiences generated by its reader-
ship have kept the material relevant, and a global perspec-
tive has been provided.

The purpose of this book is to provide the pro-
fessional with a worldwide assortment of housing situations,
complete with solutions to problems encountered and model
programs to follow or adapt for use. The areas covered
include kitchen adaptions, attendant care, apartment living
arrangements, and resources for architects and planners.
This material offers a definitive analysis on the needs of
the disabled and the housing alternatives available for
them. For those involved with providing housing alterna-

tives or housing referral services, this book stands as the
editor's choice.

(7) Means, Bob L., and Roessler, Richard. Personal Achieve-
ment Skills Training: Instructor's Manual. Fayett-
ville, Arkansas 72701, Arkansas Research and Training
Center, University of Arkansas, 1976.

The authors have designed this manual for indi-
viduals who are in need of skills in the area of goal set-
ting and communication, and who are in the process of
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adjusting to some "major disruption" in their way of living.
PAS training claims to be successful for the blind, spinal
cord injured, juvenile delinquents, and other disabled
groups.

The skill areas that are covered in the manual
include the following: Communication, self-examination,
values clarification, valuing, goal definition, problem
exploration, and program development. Objectives, activi-
ties, and the necessary equipment are listed for each area.
This information appears to be an excellent source for
assisting individuals in learning to appreciate themselves
and their abilities, and to receive this recognition from
their friends and community. For those newly injured, it
may provide a positive direction for personal and vocational
growth in the face of a traumatic situation.

(8) The National Easter Seal Society for Crippled Chil-
dren and Adults. Rehabilitation Literdature, 2023 West
Ogden Avenue, Chicago, ITIinois 060612, 1979.

The Easter Seal Society publishes a list of
references and sources of information for the profsssionals
who are working with disabled children or adults. In
regards to Independent Living, the Society offers a number
of publications that may be relevant for curriculum develop-
ment. ‘

The following are examples which may be of
interest. Any orders for the materials must be addressed
directly to the individual publishers.

A Resource Guide To Habilitative Techniques And
For Cerebral Palsied Persons of ALl Ages, by
Elizabeth Codman High. 1978. 150 p. 1illus.
Job Development Laboratory, Rehabilitation
Medicine, George Washington University, 2300
Eye St., N.W., Room 420, Washington, D.C. 20037.

A comprehensive guide and reference tool to tech-
nical aids and sources. The sections include general ref-
erences and audio-visual sources, references on positioning
and seating, feeding, dressing, hygiene, household and
community involvement. The appendix includes suppliers of
aids and equipment, publishers and organizations.

Aids For The Severely Handicapped, edited by Keith
Copeland. 1974. 152 P. 1llus. Grune § Strat-
ton, 111 Fifth Ave., New York, N.Y. 10003,

Aids To Independent Living: Self-Help For The
Handicapped, by Edward W. Lowman and Judith Lanne-
feld KIinger. 1969. 896 p. illus. Blakiston Div.,
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McGraw-Hill Book Co., 1221 Avenue of The Ameri-
cas, New York, N.Y. 10020.

International Guide To Aids And Appliances For
Blind and Visually Impaired Persons. 1077.
254 p. Paperbound. American Foundation for
the Blind, 15 W. 16th St., New York, N.Y. 10011.

Rehabilitation Techniques In Severe Disability:
Case Studies, by John G. Cull, Ph.D. and Richard
E. Hardy, Ed.D. 1974. 238 p. (American Lecture
Series in Social and Rehabilitation Psychology)
Charles C. Thomas, Publisher, 301-327 E.

Lawrence Ave., Springfield, I.L. 62703.

Case studies are included of persons with mental
retardation, epilepsy, visual impairment, diabetes and dia-
betes with blindness, spinal cord injury, hearing disabili-
ties, amputations, cancer, rheumatoid arthritis, drug depen-
dency, cardiovascular disease, and pulmonary disabilities.

(9) New Options Transitional Living Project, The Insti-
tute for Rehabilitation and Research, 1333 Morusund
Avenue, Houston, Texas 77030, 1979. (Refer to Appendix)

There are two publications that appear to be
relevant for the professional who is in the process of
developing IL services in his facility or center. 'New
Options" explores the process by which severely disabled
persons become independent, and examines the functions of
the program in a detailed, informative manner. The "New
Options Training Manual' offers information on teaching
strategies for the development of community living skills.

In the training manual, the areas of development
include functional skills, living arrangements, mobility,
and time management. Each area is designed as a training
module, and includes a statement of purpose, orientation
information for the group leader, instructional objectives,
lesson content, and outline aids.

The New Options project was designed for those
individuals who are medically stable and who have a major
mobility impairment. This project has functioned as one
of the leading model IL programs in the country. Judging
by the quality of these publications, their reputation has
most certainly been well-deserved.

(10) Schalock, Robert L., and Gadwood, Linda. Program
Handbook. Hastings, Nebraska 68901, Mid-Nebraska
Mental Retardation Services, 1979.
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. This handbook introduces the approach used by

the Mid-Nebraska Center, in developing and implementing
their programs. 1In reference to IL services, the authors
have also developed the following materials: IL Screening
Test, Standardization manual, and the IL Teaching manual.

This material is designed primarily for mentally
retarded individuals. The techniques that are presented,
however, may be utilized by any professional who is
involved with developing IL services for various disability
groups.

Among the areas to be covered are Time Management,
Home Maintenance, and Community Utilization skills. A
Systematic analysis of steps to be completed, taken from
a task analysis, comprises the first step in the center's
approach. From this analysis, individual objectives and
training methods are designed. Task analysis can be an
effective tool in working with mobility or sight impaired
persons, whose limitations may inhibit "normal" learning
processes, so that it becomes necessary to provide a step-
by-step learning process based upon individual ability.

(11) The Sourcebook for the Disabled. Hale, Gloria, (ed.)
New York: Paddington Press, Ltd., 1979. 95 Madison
Avenue, New York, New York 10022,

This manual covers a wide range of concerns
advanced by disabled persons. Its intent is to explore
attitudes, options, and aids which can enable them to main-
tain a more comfortable, independent lifestyle. Areas
covered include aids for daily living, the environment
(eg. transportation), home, adaptions, personal care needs,
sexuality, parenting, and a resource section on references
pertinent to the aforementioned areas. This source book
could be called the "encyclopedia of the world of the dis-
abled," and would be an ideal first choice in developing a
library of curriculum materials.

(12) Van Hooser, Jack and Rice, B. Douglas. Report from the
Study Group on the Rehabilitation of the Severely
Handicapped Homebound. Hot Springs, Arkansas
71901, Institute on Rehabilitation Issues, Arkansas
Rehabilitation Research and Training Center, 1977.

This manual presents an overview of rehabilitation
efforts inservicingseverely handicapped homebound persons.
Areas covered include service delivery, program planning

and development, job placement and modification, and staff
training procedures.

25



. The homebound individual is one whose physical,
intellectual, or emotional condition is so disabling that
they cannot function effectively in an employment situ-
ation. Recommendations are offered and procedures are out-
lined for enabling the homebound to become employable.
These suggestions include developing viable work opportuni-
ties, such as self-employment, or work activities in the
home. For those in need of IL services, this manual offers
guidelines for taking the beginning steps towards living

"independently.

(13) Walls, Richard T; Zane, Thomas; Thuedt, John E.
Independent Living Behavior Checklist. West Vir-
ginia Rehabilitation Research and Training Center,
509 Allen Hall, West Virginia University, Morgan-
town, West Virginia 26506, 1979.

The ILBC is an extensive list of 343 independent
living skill objectives carefully specified in terms of
conditions (antecedents or givens), behaviors, and stan-
dards (criteria for correct performance).

The development of this Behavior Checklist began
with more than 200 behavior checklists collected from reha-
bilitation facilities and schools throughout the United
States and some other countries. Of these checklists, 53
checklists were selected which contained items found to be
constructed well enough to suggest ways to assess indepen-
dent living behaviors. Thus, the ILBC encompasses the col-
lective experience and judgment of an impressive array of
training personnel.

This publication covers the following six areas:
Mobility Skills, Self-Care Skills, Home Maintenance and
Safety Skills, Food Skills, Social and Communication Skills,
and Fuctional Academic Skills.

Along with the checklist a skills summary chart
is provided for each area. It contains the following
information: trainee selection, skill objective, initial
assessment /Mastered (+) or (-)/ and dates for training
(date begun and completed). B

In using this checklist the trainer or evaluator
for independent living skills will find clear standards for
determining client skills in various areas. The professional
responsible for writing Individualized Education Programs
or Individualized Written Rehabilitation Plans will find
objective documentation for legislative requirements, as well
as a means for goal setting and evaluation of client progress.
Based on a review of the manual and its contents, this
appears to be a valuable publication for pinpointing specific
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behaviors to assess in an Independent Living Program. The
content appears to be designed for a mentally retarded popu-
lation, but its approach to IL assessment could possibly be
revised for other disability groups in mind.

(14) Wehrum, Mary S. Techniques of Daily Living. Pitts-
burgh, Pennsylvania: The Greater Pittsburgh Guild
for the Blind, 1977.

This manual is designed for the instructor of
adventitiously and congenitally blind adults who are in need
of developing skills in areas associated with daily living
activities. The intent of this information is to provide a
strategy which could assist in structuring curriculum based
on individual need. Areas addressed in this manual include
eating skills, personal grooming, special needs, shopping,
and marketing. Objectives for training, and suggested learn-
ing procedures and experiences are outlined for each section.
For those who are newly blind, or who have been homebound or
institutionalized, this material may provide assistance to
the IL practitioner in developing Individually Written Reha-
bilitation Plans (IWRP'S) for his/her blind clientele.

(15) Wolfensberger, Wolf. Normalization: The Frinciple
of Normalization in Human Services. Toronto,
Canada: National Institute on Mental Retardation,

York University Campus, 4700 Keele Street,
1972.

In this book, the normalization principle is
defined, and its major implications are reviewed. Applica-
tion of the principle to social service areas and strategies
for implementation are offered. Normalization, within the
context of human management, refers to the process whereby
the individual seeks to adopt personal behaviors and char-
acteristics which are as culturally normative as possible,
given his/her own capabilities.

IL renhabilitation seeks to provide normalizing
experiences for severely disabled individuals, so that they
can become active contributors to their home, family, and
community. Wolfensberger provides a basis for understanding
the various facets of this philcsorhy. For the professional
who is developing an IL curriculum, this material can provide
a framework and philosophical basis from which to begin.
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SUGGESTED REFERENCES

(1) Becker, Elle F. Female Sexuality Following Spinal
Cord Injury. Bloomington, Il1linois: Accent
Special Publications, P.0Q. Box 700, Bloomington,
Illinois 61701, 1978.

(2) Bregman, Sue. Sexuality and the Spinal Cord Woman.
Minneapolis: Sister Kenny Institute, Chicago

Avenue, 27th Street, Minneapolis, Minnesota
55407.

This material offers frank advice on social and
sexual adjustment, and counters stereotyped attitudes
toward the sexual potential of women with spinal injuries.

(3) Galbreath, Patricia. What You Can Do for Yourself.

Drake Publishers, Inc., 801 2nd Ave., New York,
New York, 1977. .-

This manual offers practical tips and ideas for
achieving independence inside and outside the home.

(4) Gilbert, Arlene E. You Can Do It From a Wheelchair.

New Rochelle, New York: “ArIington House, Pub-
lishers, 1979.

This booklet is authored by a paraplegic mother
of four, and offers advice on homemaking, financial mat-

ters, and raising children in light of a personal experi-
ence with a disability.

(5) Gordon, Sol. Sexual Rights for People Who Happen to

Be Handicapped. Syracuse, New York: Human Policy
Press, 1978.

(6) Gregory, Martha Ferguson. Sexual Adjustment, A Guide
for the Spinal Cord Injured. Bloomington, Illinois:
Accent Special Publications, 1978.

(7) Hayes, Jim, and Smith, Shannon. Live-In Attendant

Care Manual. Arlington, Texas: University of Texas
at Arlington and Texas Rehabilitation Commission,

South College Avenue, Arlington, Texas 76019, 1978.

(8) Hradesky, Patricia L.; Callas, Gwen H.; Cranston, Dr.
Jay; and Kile, Margaret H. Attendant Care Manual. -
Kent State University Office of Handicapped Stu-

dents, East Main and Lincoln, Oxford, Ohio 45056,
1978. -
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(9) Klinger, Judith L., O.T.R., M.A. Self-Help Manual
for Arthritis Patients. New York: The Arthri-
tis Foundation, 221 Park Avenue, South, New
York, New York.

(10) May, Elizabeth; Hotte; and Waggoner, Neva R. Inde-
pendent Living for the Handicapped and the Elderly.
Boston: ~Houghton Mifflin Company.

This book offers information on aids and tech-
niques toassist the disablced in coping with the problems
of daily living.

(11) Sex and Disability Project, Institute on Attitudinal,
Legal and Leisure Barriers, 1828 L Street, Wash-
ington, D.C. 20036, 1979.

This manual supplies information on a project
which has been set up to provide a model for sexual adjust-
ment counseling services for people with disabilities.

(1z) Taggle, J. M., and Manley, M. S. A Handbook on Sex-
uality After Spinal Cord Injury. M. Scott Man-
ley, 3425 S. Clarkson, Englewood, Colorado 80110,

1978.
(13) Towards Intimacy. "Family Planning and Sexuality
Concerns of Physically Disabled Women.'" New

York, Human Sciences Press, 1978. Task Force on
Concerns of Physically Disabled Women, 72-5th
Avenue, New York, New York 10027.

(14) Zilbergeld, Bernie. Male Sexuality: A Guide to
Sexual Fulfillment. Boston, Massachusetts:
Little, Brown and Company, 34 Beacon Street, 1978.
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Attendant Management

Purpose

The Attendant Management module is intended to help participants explore
a variety of ways to meet their needs for daily attendant assistance. It is also
intended to teach practical information about attendant services and to
provide an opportunity to practice specific skills important in managing this
aspect of ones life. (In New Options, attendance at this module is optional
for paraplegics and other persons who do not require daily attendant
assistance.)

This subject is included in the New Options program because most
participants formerly received attendant care either from family members or
nursing home personnel prior to entering the project. Consequently, they
usually have had little direct responsibility for self-directed care in the past
and may not have had an opportunity to hire and supervise attendants,
manage the financial resources to pay for this service, or confront problem
areas such as the need for a back-up system. These management skills are
essential if independent living and a self-directed lifestyle are important to
the individual.

The Attendant Management module also emphasizes personal
interaction between a disabled individual and an attendant. It seeks to foster
an awareness of the attendant's perspective, and also points out the
practical importance of the many skills taught in the Social Skills module,
including assertiveness, listening skills, and conflict resolution.

Requirements of the Group Leader
The group leader for this module should be a handicapped person who

-needs daily attendant assistance and has personal experience with several

different types of attendant arrangements. This background can help the
leader provide examples of problems that may occur and offers a com-
parative perspective to the participants. The leader should also be sensitive
to social interaction skills so that he can help participants become aware of
the effects of their behavior on other persons.

Orientation for Group Leader
In preparing to teach this module, the group leader should familiarize him-

- self with a wide variety of alternative attendant arrangements. He might talk

to other disabled persons who use arrangements he has never experienced
personally to learn about the pros and cons.

The leader should also be knowledgeable about sources of funds to
pay for attendant assistance. This information is available from local agency
personnel who work with attendant care programs. Primary contact agen-
cies include the State Department of Vocational Rehabilitation, the Depart-
ment of Human Resources, and various welfare agencies.

The leader should consider experienced attendants as good sources of
insight for this module. Attendants obviously vary greatly in their ability to
articulate feelings about their job, and it is helpful to invite someone skilled in
this area to talk with participants.

It is also useful for the group leader in this module to communicate
closely with the leader of the Social Skills module. Participants will be learn-
ing many relevant skills in Social Skills that can be applied in attendant
management situations, and it is important that the two group leaders use
this overlap to advantage. If the Attendant Management module is taught as
a separate entity, two sessions from the Social Skills module may be
incorporated into this module. These are the sessions on assertiveness and
conflict resolution. Attendant Management also relates directly to the Living
Arrangements module. As participants visit disabled persons in a variety of
living situations on Living Arrangements field trips, it is important that they
learn as much as possible about the host's attendant arrangements as an
important part of an overall independent living plan.

Attendant Management



12 Attendant Management

Linkages With Other Modules

Important relationships with the Social Skills and the Living Arrangements
modules have been discussed. Also, the Attendant Management module is
closely related to the Financial Management module since costs of atten-
dant services are usually a substantial item in a disabled person'’s budget.
Questions about sources of funds, accounting requirements, tax obligations,
and other issues should be generally addressed in financial management.
These can also be explored on an individual basis in the fifth Financial
Management session in which each participant reviews his personal budget
with the Financial Management group leader.

Module References and Suggested Resources
Printed Materials '

Hayes, Jim and Shannon Smith. Live-In Attendant Care Manual. University

of Texas at Arlington and Texas Rehabilitation Commission, Arlington,
Texas, 1978.

Hradesky, Patricia L., Gwen H. Callas, Dr. Jay Cranston and Margaret H.
Kile. Attencant Care Manual. Kent State University Office of Handicapped
Students, 1978.

Larson, Maren R. and Daniel E. Snobl. Attendant Care Manual: Rehabilita-
tion Services. Southwest State University, Marshall, Minnesota, n.d.
Films and Videotapes

Geyer, Robert and Delma Brown. Attendant Management: The Attendant’s
Perspective (60 minute 3/4" videotape). The Institute for Rehabilitation and
Research, Houston, Texas, 1977.

Materials Obtained Locally

Materials from local agencies on attendant care programs such as the
Attendant Care Program administered by state Departments of Welfare.

Suggestions for Possible Sessions in
Altendant Management

*Alternative Attendant Arrangements
*Interviewing a Potential Attendant

*The Attendant’s Perspective

*Asking for Help and Turning Down Unnecessary Help
(located in the Social Skills module outlines)
*Conflict Resolution
(located in the Social Skills module outlines)




Attendant Management Module Outline

Title: Alternative Attendant Arrangements
Format: Group meeting

Purpose: To consider the pros and cons of various attendant arrange-
ments and to discuss various ways of locating and paying for
attendant services.

Instructional Objectives:

1. By the end of the session, each participant will be able to list three alter-
native attendant arrangements and the pros and cons of each.

2. By the end of the session, each participant will be able to list three ways
they might find an attendant and two sources of funds to pay for atten-
dant care.

Planning and Materials:

Secure copies of handouts on locating an attendant and paying for an
attendant (included in this section).

Estimated Time: 1-1/2 hours

The Lesson:

Instructional Set:

1. Ask participants to discuss what they would do if their present attendant
care system ended tomorrow. Ask what alternative arrangements they
can think of, where they might look for an attendant, and how they would
pay for these services.

2. Introduce purpose of the session.
3. Review the instructional objectives.

Content:

1. Ask each participant to state the hours he routinely needs attendant
help and the types of assistance required.

2. Discuss alternative ways of managing attendant needs including private
attendants who come at scheduled hours, live-in attendants, shared
attendant services, family members, friends, nursing home services,
visiting nurses, and any other alternatives the participants can identify.
Ask the group to list pros and cons of each alternative, keeping their
personal needs in mind.

3. Have participants identify the back-up systems needed for each of these
alternatives. ’

4. Ask participants to discuss ways they might find a private attendant.
Have the group write a sample advertisement to be placed in a news-

paper or sample bulletin board notice. Distribute handout on locating an
attendant.

5. Review possible sources of funds to pay for attendant services and dis-
tribute handout. Discuss how much attendants should be paid and any
constraints on salary level imposed by funding sources.

Closure:

1. Summarize the session by asking participants to complete tasks in
instructional objectives.

Attendant Management
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Outline Aid

Suggestions for Locating an Attendant

1. College bulletin boards and placement offices (including schools of
nursing and medical schools).

2. Hospital bulletin boards.

3. Nursing home bulletin boards.

4. Health care agencies (Medical Personnel Pool in Houston).
5. Local nerpapers, including college papers.

6. Public health departments.

7. State and private employment offices.

8. Friends who use attendants.

9. Mormon Church.

Outline Aid

Possible Funding Sourees for Attendant Services

1. State Department of Vocational Rehabilitation. (Texas Rehabilitation Com-
mission has paid for attendants in dormitories and in private and shared
living arrangements. Must be DVR client to qualify.) :

2. Attendant Care Services. (Title XX funds, usually administered by State
Welfare Department. Maximum monthly amount in Texas is $212:
supplemented in some states including California and Minnesota. Family
members can be care providers. Must be SSI recipient to qualify.)

3. In some states such as Massachusetts, Title XIX funds (Medicaid) can be
used to pay for attendant services. This is not available at the present
time in Texas.

- 4. Charitable or voluntary organizations may give ““scholarships’ to help

with costs of attending school. In Houston the Houston Clergy Asso-
ciation is an example. Will require research in local community.

Attendant Management
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Attendant Management Module Outline

Title: Interviewing a Potential Attendant
Format: Group meeting
Purpose: To practice interviewing techniques for hiring an attendant

Instructional Objectives:

1. Each participant will list three questions which should be asked of an
attendant applicant.

2. Each participant will role play an interview situation with a potential
attendant.
Planning and Materials:

1. Make arrangements for one or two people from outside the group to play
the part of “attendant’ in interview situations. These people should be
prepared by the group leader to portray typical applicants. They should
request clarification on any duties they do not understand and portray
indifferent, hostile, or partronizing attitudes in different interviews.

2. Secure copies of handout on considerations in interviewing potential
attendants (included in this section).

Estimated Time: 2 hours

The Lesson:
Instructional Set:

1. Introduce the purpose of the session.

2. Ask participants to state reasons it might be important to select an atten-
dant carefully. Have them identify possible consequences of a bad
choice.

3. Review the instructional objectives.

Content:

1. Ask participants to list questions which they feel need to be asked of
potential attendants. If participants have had some negative experiences
with attendants, ask them to identify questions that might help anticipate
potential’ problems and identify positive traits. For example, they might
ask how many sick days the applicant has had in the last six months of
work. Another line of questions might address the kinds of things that
make the applicant angry and what he does when he gets angry.

2. Discuss basic interviewing techniques. Review suggestions in interview-
ing handout.

3. Practice role play situations. Each participant will interview an attendant
applicant and the group will then comment on the interview.

Closure:

1. Ask participants what they now feel are the most important things to look
for in an attendant.

2. Ask them to discuss what they learned from the practice interviews.

Attendant Management
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Outline Aid

Interviewing Techniques

1. Have person fill out an application documenting previous work experi-
ence health record, convictions, type of transportation, driving record,
and references. '

2. Personality is very important. Think in advance about the kinds of traits
you think are important to look for.

-3. Discuss previous work record (dependability, how long stayed on a job,

pay, responsibility, how got along with other employees, how got along
with supervisors).

4. Discuss convictions, driving record, health record, and drug and drinking
problems in detail.

5. Discuss mode of transportation to and from work in detail.

6. Discuss job in detail (bowel care, bladder care, dressing, time spent on
each task). Provide detailed written job description.

7. Discuss hours, rate of pay, time off, and weekend responsiblities.

8. Ask open ended questions. (Example: Why would you like this job? Poor
example: Would you like this job?)

9. Check out references.

Attendant Management
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Attendant Management Module Outline

Title: The Attendant’s Perspective
Format: Group meeting with either guest speaker or videotape

Purpose: To assist participants in developing an awareness of attendants
as people and to sensitize participants to typical feelings that
attendants have about their jobs.

Instructional Objectives:

1. Each member of the group will state two situations they have been in-
volved in or observed which an attendant might have viewed as a prob-
lem.

2. The group will list topics they have discussed in the social skills module
that could be useful in interacting with an attendant.
Planning and Materials:

Invite one or two people who have varied experience as attendants and who
are articulate and willing to share their feelings. Preferably the attendants
and participants should not have worked together before. (If attendants are
not available, a videotape of this session is available from New Options.)

Estimated Time: 1-1/2 hours

The Lesson:

Instructional Set:
1. Introduce purpose of the session.

2. Ask participants to spend a few minutes thinking about how they would

feel about playing the role of attendant. Ask them to identify things they
would find rewarding about this job and the things they would consider
problems.

3. Review plans for the session to (a) talk with an attendant about his job,
or (b) watch a videotape of an attendant discussing his role with a group
of handicapped people.

4. Review instructional objectives.

iop
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18 Attendant Management

Content:

1. Introduce the guest speaker and ask him to discuss his background, his
job experiences, and his feelings about the role of attendant. Alternatively,
show videotape on this subject.

2. Encourage a roundtable discussion following the presentation. This
should cover what attendants like and dislike about their jobs, the kinds of
training attendants should have, and interpersonal interaction between an
attendant and a disabled person.

3. As part of the discussion, ask participants to relate incidents they have
been involved in or observed that may have been difficult for an attendant
because of a disabled person’s behavior or attitude. Ask them to suggest
kinds of behavior that probably make an attendant feel angry or resentful.
Also, ask them to suggest kinds of behavior that probably make an atten-
dant's job seem enjoyable or worthwhile.

4. Ask participants to list any topic they have talked about in the social skills
module that they think would be useful in interacting with an attendant.
Examples might include assertiveness in asking for help, listening skills,
steps in conflict resolution, or awareness of perceptions of other persons.

Closure:

Ask participants to try to use what they have learned in this session as they
interact with attendants during the coming week.




ANNOTATED BIBLIOGRAPHY

OBJECTIVE

To provide additional information and reference
materials on Independent Living programs and ser-
vices.

SUMMARY

Although this bibliography is not intended to be
all-inclusive, it is the result of a comprehensive litera-
ture search in the area of Independent Living. These
materials can assist the professional in the planning,
research, and implementation of programs. The references
selected have been previously reviewed in other publica-
tions pertaining to IL, work, and personal adjustment ser-
vices. It is believed that these materials have been
shown useful and effective for rehabilitation programs.
Many of these publications can be located at a material's
clearinghouse or rehabilitation research and training
centers that disseminate rehabilitation information.

The sections of the bibliography correspond to
the sections outlined in the manual. These sections are
as follows:

I. Legislation, Funding, and Federal Documents.

II. Consumer Involvement.

III. Developing/Implementing Independent Living
Programs.

IV. Housing.
V. Evaluation of Programs.
VI. Sources of Information.

VII. Periodicals and Newsletters.
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I. Legislation, Funding, and Federal Documents

American Society of Landscape Architects Foundation.
Barrier Free Site Design. Washington, D.C. 20013,
U.S. Government Printing Office, 1974, p. 82.

This pamphlet on the results of research conducted by
the American Society of Landscape Architects Foundation,
and sponsored by HUD, Office of Policy Development and
Research. Aspects of barrier free design, including
federal and local legislation, costs, architectural con-
siderations, and information sources are discussed.

Catalog of Federal Domestic Assistance. Office of
Management and Budget, Superintendent of Documents,
Washington, D.C. 20402.

Describes all federal support programs offered by fed-
eral agencies; includes eligibilities, deadlines, fund-
ing levels, and contact names.

Clelland, Richard. Civil Rights for the Handicapped.
American Association of School Administrators, 1978.

This book includes an overview of the Rehabilitation
Act of 1973 and its relationship to Employment Prac-
tices and Program Accessibility. It includes an acces-
sibility checklist complete with required measurements
and building codes.

Eckstein, Burton J. ed. Handicapped Funding Directory.
Research Grant Guides, P.0. Box 357, Oceanside, New
York 11572.

Designed for fund seekers for the handicapped, this
directory includes lists of foundations and agencies
which grant funds for handicapped programs and services.

Turem, Jerry and Nau, Louis Y. '"Comprehensive Needs
Study, Part II," American Rehabilitation 1 (4).
Mar.-Apr. 1976, pn. 6-09.

The results of the Comprehensive Needs Study which
focused on ILR--architectural barriers, transportation
problems, equipment needs, long term care, income and
health transfers, residential mobility, isolation,
recreation--are briefly discussed. Several programma-
tic options for making services accessible to the handi-
capped are proposed. Commitment of financial support is
identified as the primary ingredient currently needed to
initiate a program of independent living.
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U.S5. Architectural and Transportation Barriers Compli-
ance Board. Freedom of Choice: Report to the Presi-
dent and to the Congress on Housing Needs of Handi-
capped Individuals. Washington, D.C. 20013, Z vols.,
1975.

The national Public Hearing on Housing for Handicapped
Individuals conducted by the Board in Chicago on June 9
and 10, 1975 is summarized in Volume I. Documentation
of existing federal legislation and programs affecting
housing for the disabled, and recommendations for
actions essential to a national commitment to meet the
housing needs of the disabled, are summarized. View-
points, observations, and recommendations of the hear-
ings are categorized under 19 major topics. A trans-
cript of the oral and written testimony presented at the
hearing is contained in Volume II.

Urban Institute, The. First Year Report on Section 130
Demonstration Projects. Washington, D.C. 20013,
July 1976.

There were six demonstration projects funded as a part
of the Comprehensive Needs Study, which was a result of
the Rehabilitation Act of 1973. This first year report
describes the background and purpose of the six demon-
stration projects and the initial population served,
and presents an analysis of the data available at the
end of the start-up year.

Urban Institute, The. Report of the Comprehensive
Service Needs Study. Washington, D.C. 20013,
Rehabilitation Services Administration, June 1975,
p. 854. Contract #HEW 100-74-0309.

In the Rehabilitation Act of 1973, Section 130, Congress

‘called for a comprehensive study of service needs of the

most severely disabled individuals. The study was con-
ducted by The Urban Institute and a consortium of other
firms and individuals. The report on the study results
details a number of problem areas for the disabled:
architectural barriers, transportation, employment, and
social interaction. In addition, there is discussion of
special problems of mental retardation, of the blind and
visually impaired, the deaf and the mentally ill.
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ITI. Consumer Involvement

1. Bowe, Frank G., Ph.D. Handicapping America: Barriers
to Disabled People. New York: Harper and Row Pub-
Tishers.

This book is concerned with the attitudes toward dis-
abled people that handicap their ability to be produc-
tive citizens. It is a hard-hitting inspiring study.

2. Bruck, Lilly. Access--The Guide to a Better Life for
Disabled Americans. New York: Random House, David
Obst Books.

This guide is a compendium of valuable information on
ways that people with disabilities can get into the
| mainstream of American life. With emphasis on consumer
’ protection, the book covers physical access, media
images, consumer movements, communication, civil rights,
recreation, and travel. This manual explains how to
take action to achieve what is needed and wanted from
government agencies and private organizations.

3. Flynn, Mike; Pickle, Linda; Bean, William J.; and Sigman,
Susan. "I1l: Consumers § Government Join Hands."
Informer, 8 (2), May 1979, pp. 5-7.

Included in this article is (1) an interview with Lex
Frieden regarding the technical assistance in IL pro-
vided by the Independent Living Research Utilization
(ILRU) project of which he is co-director; (2) a brief
discussion of Title VII with regards to what services
can be offered and who constitutes the appropriate reci-
pients; and (3) a set of definitions related to the con-
cept of IL developed by the ILRU project.

4. Integrating the Disabled. The Report of the Snowden
Working Party. Surrey: National Fund for Research
into Crippling Diseases. Vincent House, Springfield
Road, Horsham, West Sussex, England, RH 122PN.

An important study of the extent of the disabled's inte-
gration into the community, and their status in such
areas as education, employment, housing, community and
personal relationships.

5. Lewis, Sylvia. "The Disabled Are Tired of Being Pushed
Around,'" Planning 43 (6). July 1977, pp. 9-13.

Lewis reviews recent advances in creating barrier-free
environments, citing the Center for Independent Living
in Berkeley as "perhaps the nation's most comprehensive
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service organization for the disabled" and noting the
organization's success in eliminating barriers in the
community. The article provides an analysis of recent
programs to improve the environment, and discusses
problems in the implementation of the Rehabilitation
Act of 1973, including Section 504 and the Architec-
tural and Transportation Barriers Compliance Board.

Thursz, Daniel. 'Consumer Involvement in Rehabilita-
tion,'" Rehabilitation Record. Washington, D.C.:
DHEW Rehabilitation Services Administration,
September-October, 1969.

Dr. Thursz' remarks appeared in a special issue of
Rehabilitation Record that reported on the National

Citizens Conference on Rehabilitation of the Disabled
and Disadvantaged, held in June, 1969. He warned that
unless disabled people were given a meaningful voice
in decision-making and new career opportunities in the
service delivery system that they would continue see-
ing that system as '"uncaring," ineffective bureaucracy.

U.S. Department of Health, Education and Welfare,
Rehabilitation Services Administration. Rehabili-
tation Services Manual. Washington, D.C.” 20013,
15 October 1975.

Chapter 25 of this manual provides guidelines to state
vocational rehabilitation agencies for the involvement
of consumers and consumer representatives in the reha-
bilitation service delivery system. The guidelines out-
line a variety of methods for utilizing persons with
disabilities and their self-help organizations in the
planning, delivery, and evaluation of rehabilitation
programs.

Varela, Rita A. '"Self-Advocacy and Changing Attitudes,"
Public Awareness Viewpoints. Richman, Gary and
Trohanis, Pascal (eds.) Chapel Hill: Developmental
Disabilities Technical Assistance System, University
of North Carolina 27514, Spring 1978.

This article reviews how telethons and public service
announcements have depicted disabled people, and argues
that self-advocates must be consulted and involved when-
ever agencies embark on community awareness campaigns.

Varela, Rita A. Self-Help Groups in Rehabilitation.
American Coalition of Citizens with Disabilities,
1346 Connecticut Avenue North West, Washington, D.C.
20036, 1979.
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The book offers a panorama of what disabled self-advocacy
groups throughout the country have done in such fields as
peer services, rehabilitation policy development, and
politics. It also discusses the implications of the
self-help movement for the service delivery system.

White House Conference on Handicapped Individuals Final
Report, Vol. 2, Part A. Washington, D.C. 20013,
DHEW Rehabilitation Services Administration, 1977.

This historic document reflects the views of hundreds of
disabled persons, parents, and rehabilitation providers.
Delegates to the White House Conference were chosen for
meetings and caucuses held throughout the country. The
volume also contains a minority report which reveals
many of the attitudes of the militant sector of the dis-
abled self-advocacy movement.
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Developing/Implementing Independent Living Programs

Barrett, Linda W. Legislative Review of the Specific
Provisions for Priority to Individuals with Most
Severe Handicaps and the Individualized Written
Rehabilitation Program. Berkeley Planning Associ-
ates, 1912 Bonita Avenue, Berkeley, California
94704, 1975.

This manual reviews the provisions of the Rehabilita-
tion Act of 1973 relevant to priority to the severely
handicapped (IMSH), and for implementation of the
individualized written rehabilitation program (IWRP).
The review covers the legislative history and intent,
and the RSA Regulations and Program Guides relevant to
the IWRP.

Frieden, Lex; Richards, Laurel; Cole, Jean; and Bailey,
David. ILRU Sourcebook: A Technical Assistance
Manual on Independent Living. TIRR (The Institute
for RehabiIitation and Research), 1333 Morsund
Avenue, Houston, Texas 77030, 1979.

Assembled in a looseleaf notebook, the manual is
designed to be a resource handbook on Independent Living.
It includes:

-A glossary related to independent living and a des-
cription of alternative programs and the range of
possible models;

-An annotated registry of existing independent living
programs that provides a profile of each listing to
facilitate further inquiry about specific programs;

-Matrices portraying federal, state, and local resources
for independent living as well as a listing of sev-
eral existing independent living programs that have
used these resources successfully;

-A section on community organizing;

-An annotated bibliography; and

-A section on consumer involvement.

The Handicapped Person in the Community. David M. Bos-

well and Janet M. Wingrove (eds.). London: Tavistock

Publications in association with the Open University
Press).
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Informative material about the situation, services, and
needs of people with disabilities, this book is intended
primarily for students and for those in professional
contact with disabled people.

Independent Living Evaluation. Training Program Reprint
Series No. 16. Materials Development Center, Stout
Vocational Rehabilitation Institute, University of
Wisconsin, Stout, Menomonie, Wisconsin 54751, August
1979. '

Report from the Study Group on The Role of Vocational
Rehabilitation in Independent Living. Arkansas
Rehabilitation Research and Training Center, Arkan-
sas Rehabilitation Services, Hot Springs, Arkansas
71901, 1978.

This is an excellent source for those wanting a Voca-
tional Rehabilitation view into Independent Living (IL)
and how it could be implemented within a rehabilitation
setting. It covers the following areas: Overview of
rehabilitation efforts to provide IL services to
severely handicapped persons, administrative issues and
concerns, rehabilitation counselor courses, provision
of IL services through vocational rehabilitation, pro-
gram evaluation methods and staff training guidelines.

"Transportation for the Disabled: What is the Govern-
ment Doing: When? Where? With What?'" Accent on
Living, 20 (1), P.0. Box 700, Bloomington, I11inois
61701, Summer 1975, pp. 40-42.

Government sponsored programs and organizations focus-
ing on transportation for the disabled are described.
The five major programs of the Urban Mass Transportation
Administration (UMTA) for aiding mass transit are
represented: the Research and Development Program;
Operational Demonstration Program; the Capital Assis-
tance Program; the Planning Assistance Program; and the
Rural Public Transportation Demonstration program.
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IV. HOUSING

Arneson, Kathaleen. "Residential Choices and the Handi-
capped," American Rehabilitation 2 (1), Sept.-Oct.
1976, pp. 25-29.

The myths and assumptions related to housing for the
handicapped are discussed. The national character of
the housing issue and the need for a national policy on
housing for the handicapped is emphasized. Selected
recommendations of the National Conference on Housing
and the Handicapped (Sept. 1974) are listed, and sugges-
tions for the future are proposed.

Baker, M. Fischetti; M.A. Williams, L.A., ahd Young,
E.M. State and Local Efforts to Eliminate Architec-
tural Barriers to the Handicapped. Washington, D.C.:

National League of Cities, Department of Urban
Studies, 1974,

In response to questionnaires sent to 349 cities and
towns and to 272 counties, only 95 cities and 42

counties reported local efforts to eliminate barri-
ers.

Cole, J.A., and Frieden, Lex. Transitional Living: A
Program Fostering Community Integration of Severely
Physically Handicapped Persons. Houston: The Insfi-
tute for Rehabilitation and Research, June 1977.
Interium Report on RSA Project Grant #13P57889/6-01
(RTA). TIRR, Houston, Texas 77030.

Farber, Douglas A. Housing and Related Services for
Exceptional Persons: A Source Book. Monticello,

I1linois: Council for PIlanning Libraries, 1973,
p. 176.

This book contains information about the characteris-
tics of the aged, physically handicapped, and the men-
tally retarded. It offers descriptions of existing
programs and facilities, a discussion of models of
optimum care, and an analysis of the constraints inter-
fering with the improvement of present conditions.
Lists of associations, foundations, federal agencies,
research institutions and periodicals, and a bibli-
ography of 796 indexed items are also included.

Fay, Frederick. Housing Alternatives for Individuals
with Spinal Cord Injury. Boston, Massachusetts:

Tufts Rehabilitation Research and Training Center,

185 Harrison Avenue, Boston, Massachusetts 02111,
1974, p. 37.




10,

Dr. Fay summarizes the problems of housing for spinal
cord injured persons and presents two housing alterna-
tives: 1) total accessibility in all residences for
individual living and 2) accessible group residences.
Five group housing residences reflecting five different
approaches are examined, and efforts being made to
eliminate architectural barriers are reported.

Fink, Charlotte; Manus, Muriel R.; and Manus, Gerald I.
Housing for Disabled Persons: Annotated Bibliography.
New York: United Cerebral Palsy Association, 122
East 23rd Street, New York, New York 10016, 1975.

Forty journal articles and books are included in an
annotated list; sixty additional references are listed.

Frieden, Lex. '"Independent Living Arrangements for the
Severely Disabled," Report on the State of the Art
Conference, Center for Independent Living. 2539
Telegraph, Berkeley, California 94704. October 21-
23, 1975. RSA Grant 45-P-4584/9-01.

This article discussed the philosophical and ideologi-
cal basis of independent living arrangements. Physical
and social aspects of the housing facility are also con-
sidered, as are life support systems (attendant care)

and the managerial skills necessary for attendant
affairs. The author also gives examples of various hous-
ing modes and offers a two-dimensional analysis of these
programs. Funding, accountability, social relationships,
and community relationships are briefly discussed.

Mobile Homes: Alternative Housing for the Handicapped.
U.S. Department of Housing and Development, n.d.
Available from Superintendent of Documents, Washing-
ton, D.C. 20402.

Mobility in the Wheelchair Home. The Craig Hospital

Family Service Department, 3425 South Clarkson, Engle-
wood, Colorado 80110, 1977.

Thompson, Marie McGuire. Housing for the Handicapped
and Disabled: A Guide for Local Action. National
Association of Housing and RedeveIlopment Officials,
2600 Virginia Avenue North West, Washington, D.C.
20037.

This is "required reading" for any group planning a hous-
ing project, for Ms. Thompson discusses the method by
which to achieve community cooperation among building,
financial and disability groups.
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12.

Van Bechten, Doris, and Pless, I. Barry. '"Housing and
Transportation: Twin Barriers to Independence,"

Rehabilitation Literature 37 (7), July 1976, pp. 202-
207, 221.

Results of a community wide survey conducted by the
Genesee (N.Y.) Region Health Planning Council to iden-
tify the housing and transportation needs of the dis-
abled are discussed. The data analysis is focused on
261 individuals, aged 20-50 years, with major physical
disabilities.

Wittmeyer, Marilyn, and Barret, Jim. Wheelchair Acces-
sibility: Opening the Door to Housing, An Illus-
trated Manual. University OT_WashingtonT—Seattle,
Washington 98105, 1977.
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V. Evaluation of Programs

Berkeley Planning Associates (BPA). Vocational Reha-
bilitation Program Evaluation Standards: A Critique
of the Art. 1917 Bonita Avenue, Berkeley, Califor-
nia  94704. 7 January 1977, 177 p. RSA Contract
#105-76-4116.

This manual offers a review of developments, to date, in
program evaluation standards for vocational rehabili-
tation services. This includes an overview of analyti-
cal work in the development of standards and a report
on the impact of the current standards on state voca-
tional rehabilitation facilities. Among the issues dis-
cussed are: Alternative uses of standards in service
programs, the problem of defining severity of disabil-
ity, and problems of reporting and measurement in the
existing standards system.

Collignon, Frederick C.; Dobson, Richard; and Skabur-
skis, Andrejs. An Evaluation of the Costs and Effec-
tiveness of Vocational Rehabilitation Service Stra-
tegies for Individuals Most Severely Handicapped,
(IMSH) . Berkeley: Berkeley Planning Associates,

May 1975. Subcontract to the Urban Institute, Com-
prehensive Needs Study HEW-SRS-74-54-3.

Data on the characteristics and expenditures for vari-
ous kinds of services are analyzed for the individual
cases closed in the Michigan and Washington vocational
rehabilitation programs in FY of 74. The definition
of Individuals Most Severely Handicapped (IMSH) was
based on a classification system of primary diagnostic
codes used in the Federal Vocational Rehabilitation
R-300 records. The analysis revealed that the combina-
tion of certain degrees of old age, and lack of educa-
tion, and being female and non-white were more predic-

tive of difficulty in being employed, than the type and
severity of impairment.

Everett, Todd H. and Collignon, Frederick. Cost and
Policy Considerations in Improving the Capacity for
Independent Living of the Most Severely Handicapped.
Berkeley: Berkeley Planning Associates, May 1975.

The results of a study conducted to evaluate the cost
and impact of services to severely handicapped individ-
uals are reported. The service areas considered by

this study include: transportation, relocation, hous-
ing, medical care, and employment. Policy design, goals,
and recommendations are also discussed.
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Jones, F. Ron. Cost Analysis of Alternative Transpor-
tation Systems for the Handicapped. Berkeley 94704,
Institute of Urban and Regional Development, Univer-
sity of California, 1975. Working paper No. 256.

There are approximately 7,6000,000 persons in the U.S.
who suffer chronic mobility limitations as a result of
physical disabilities. This paper discusses various
ways of improving the mobility of these individuals,
and analyzes the impact and cost of each alternative.
The alternatives discussed are: curb modification;
wheelchairs; modified automobiles and vans; fixed-
route transit systems; demand-responsive systems; and
mobility counseling.

Puth, Alvin D. "Independent Living: How Independent,"
American Rehabilitation 4 (6), July-August 1979, PP.
28, 29.

In this article, the author observes that there is no
explicit goal for independent living rehabilitation
stated in Title VII of the rehabilitation act, and dis-
cusses why it is essential to articulate functional and
measurable goals for independent living rehabilitation,
and suggests areas that these goals may cover.

Schmidt, Bruce L. An Alternative Approach to Assessing
Client and Social Benefits Resulting From Services
Provided by the California Department of Rehabilita-
tion. A working paper written for the California
Department of Rehabilitation, 830 K St., Sacramento,
California 95814, 1976.

Benefit cost analysis of rehabilitation is reviewed in
terms of accuracy and resulting implicit and explicit

policy. The author presents an alternative mechanism

for measuring client gain in not only vocational bene-
fits, but independent living benefits in general.

42




VI. Sources of Information

Lowman, Edward W., M.D., and Klinger, Judith L. Aids
to Independent Living: Self-Help for the Handi-
capped. New York: McGraw-Hill Book Company, Inc.

This now classic compilation of aids and advice is the
result of more than twenty years of research and prac-
tical experience in rehabilitation at the Institute of
Rehabilitation Medicine, New York University School of
Medicine. More than seven hundred pages of information
and fully illustrated with photographs and drawings,
the book covers almost every area of daily living.

Access Travel: A Guide to Accessibility of Airport
Terminals. By Public Transportation, U.S. General
Services Administration, Washington, D.C. 20405,
1979.

This manual lists sixty-nine accessibility features of
more than two hundred airport terminals around the
world and includes information on the way to make
advance arragements if you have special needs.

Center for Independent Living, Berkeley, California.
Report of the State of the Art Conference, Center
for Independent Living, 2530 Telegraph, BerkeTIey,
California 94704, 2I-23 October 1975. RSA Grant
45-P-45484/9-01.

This report contains a listing of all the papers pre-
sented at the first conference on the Independent
Living Movement; it was sponsored by Berkeley CIL under
a grant from RSA. The four conference papers repro-
duced in the report volume are:

Vash, Carolyn L., Ph.D. '"The Psychology of Disability."
Zukas, Hale. '"CIL History."
Galvin, Donald E. "The Role of the State VR Agency."

Baird, Ralph E. 'Progressive Inclusion, An Approach
to Mainstreaming."

Council of Better Business Bureaus, Inc., 1150 17th
Street North West, Washington, D.C. 20035.

Will send, on request, a list of private companies that
offer correspondence courses in many fields. Send for
Tips on Home Study Schools.
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11.

LE.

Federal Job Information Centers, maintained by the Civil
Service Commission are located throughout the country
and provide information on local federal jobs. Dial
800-555-1212 for the toll-free number of the nearest
Federal Information Center.

Federal Information Centers. These centers in seventy-
seven major cities will direct you to the correct
federal, state or local agency you need. Look in
your telephone directory under U.S. GOVERNMENT,
FEDERAL INFORMATION CENTER or write to General Ser-
vices Administration, Washington, D.C. 20405 for
the leaflet Federal Information Centers.

Helping Hand Service for the Handicapped, Free leaflet
from Greyhound Lines, Greyhound Towers, Phoenix,
Arizona 85077.

Home Study Educational Opportunities, booklet providing
information about home study courses for high school
or college credit. It is free from the President's
Committee on Employment of the Handicapped, Washing-
ton, D.C.

Human Resources Center, Willets Road, Albertson, New
York 11507.

This private nonprofit organization provides vocational
and educational training for severely disabled children
and adults, and conducts research evaluation and train-
ing programs.

In the United States for information about getting odd
or different size shoes write to Handicappers of
America, R.R. 2, Box 58, Camby, Indiana and the
National Odd-Shoe Exchange, 1415 Ocean Front, Santa
Monica, California 90401. For lightweight or extra
large shoes write to King Size Company, Brockton,
Massachusetts 22402.

More Than Choosing a Chair, booklet offering guidelines
in wheelchair selection. The booklet may be obtained
through Sister Kenny Institute, Chicago Avenue at
27th Street, Minneapolis, Minnesota 55407.

National Association of the Physically Handicapped, 2810
Terrace Road South East, Washington, D.C. 20020.

Membership is open to anyone with a physical disability
who will join forces to fight to eliminate barriers and
solve problems common to all disabled people.
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14.

15.

16.

17.

18.

National Center for a Barrier-Free Environment, Infor-
mation Clearinghouse, 8401 Connecticut Avenue,
Washington, D.C. 20015.

This center can provide information and bibliographies
on housing and architectural barriers.

National Congress of Organizations of the Physically
Handicapped, Inc., 6106 North 30th Street), Arling-
ton, Virginia 22207.

This strong lobby group promotes employment, education,
equal rights and rehabilitation of people with physi-
cal disabilities, as well as legislation and social
integration. Publishes the COPH Bulletin.

Office for Handicapped Individuals, Department of
Health, Education and Welfare (HEW), 200 Independence
Avenue South West, Washington, D.C. 20201.

This offers information on the OHI, which runs a
clearinghouse to disseminate information to individuals
and organizations on all matters pertaining to the
handicapped community. OHI will answer questions on
the many federal programs for the handicapped and
direct individuals to the appropriate federal or pri-
vate organization.

Office for Independent Living for the Disabled, The
Department of Housing and Urban Development (HUD),
7th and D Streets South West, Washington, D.C. 20410.

This office will provide information on HUD housing
programs for disabled people and will refer specific
inquiries to the appropriate local authority.

Physically Handicapped. Available from Extension
Service, U.S. Department of Agriculture, North Caro-

lina State University at Raleigh, North Carolina
27607.

This pamphlet offers aids to self-help in homemaking,
grooming, and clothing.

President's Committee on Employment of the Handicapped,
1111 20th Street North West, Washington, D.C. 20036.

Established in the mid 1940's, this agency publishes

many useful booklets and leaflets. Write for their
publication list.
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20.

21,

22,

"Planning a Wheelchair Vacation," Accent on Living.
Bloomington, Illinois: Cheever Publications, Summer

1978, pp. 22-29.

Klinger, Judith L., O0.T.R., M.A. Self-Help Manual for
Arthritis Patients. New York: The Arthritis Founda-

tion.

This booklet includes a selection of the self-help
devices shown in Aids to Independent Living and is of
use to people with various disabilities.

Social Security and Supplemental Security Income (SSI)
information is available in free leaflets from
local Social Security offices--Disabled? Find Out
About Social Security, If You Become Disabled,
Disability Benefits for Blind People, Pocket History
of Social Security, Supplemental Security Income for
the Aged, BIind and Disabled, Pocket Guide to Sup-
plemental Security Income, Helping the Aged, BIind
and Disabled.

Social Security notices can be sent to blind people in
braille. If desired, a printed letter, which can
be read by a sighted person, will be enclosed. Make
the request to: Department of Health, Education and
Welfare, Social Security Administration, Baltimore,
Maryland 21235.
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VII. Periodicals and Newsletters

Accent on Living, in its twenty-second year, is provi-
ding timely and relevant information to the disabled
community. Published quarterly, AOL covers news of
national interest. It is also attuned to the daily
living needs of handicapped persons, covering such
topics as bathing, eating, homemaking, and communi-
cation. Articles in AOL frequently outline methods
to overcome barriers that hinder effective services
and therefore help the disabled reader understand
how to make use of community resources. Annual sub-
scription is $3.50. Write: Accent on Living, P.O.
Box 700, Bloomington, Illinois 6170T1.

Achievement proclaims itself '"the voice of the handi-
capped serving South Florida and the nation." It
is known for its candid, hardline look at issues
facing the disabled population. Appearing in a
newspaper format, this publication frequently
reports on what it considers unfair or inadequate
performance in the rehabilitation community.
Achievement is generally considered a controver-
sial and outspoken advocacy publication. It is
available by writing: Achievement, 13855 North
West 17th Avenue, Miami, Florida 33054.

American Coalition of Citizens with Disabilities, Inc.
(ACCK), 1346 Connecticut Avenue North West, Washing-
ton, D.C. 20036.

A nationwide umbrella association of sixty-five organi-
zations, including many activist groups of and for dis-
abled people. The coalition has assumed a major role
in promoting equal opportunities and civil rights for

- individuals with disabilities. Members receive infor-

mation on these activities and a monthly newsletter,
ACCD Action.

Disabled U.S.A. (The President's Committee on Employ-
ment of the Handicapped, Washington, D.C. 20201).

Formerly called Performance and now revamped and
enlarged, this free monthly magazine reports progress
in the nationwide program to provide employment oppor-
tunities for people with disabilities. It gives

general information about developments in rehabilita-
tion and placement and about new promotional and educa-
tional ideas and activities.
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The Green Pages is a comprehensive quarterly publica-

tion outlining medical, rehabilitation, and adap-
tive equipment and their sources. Subscription
information can be obtained from The Green Pages,
641 West Fairbanks, Winter Park, Florida 327809.

The Independent. 2539 Telegraph Avenue, Berkeley,

California 94704.

Subtitled A New Voice for the Disabled and Blind, this
well-written and informative action periodical is
published quarterly by the Center for Independent Liv-
ing.

National Center for Law and the Handicapped, Inc., 1235
North Eddy Street, South Bend, Indiana 46617.

Gives active support for the legal rights of people with
disabilities through legal assistance, research and
public and professional education. Publishes a newslet-
ter and Amicus, a bimonthly magazine which gives infor-
mation about current litigation on issues of concern.
Both are free.

Paraplegia Life is a publication of the National Para-

plegia Foundation. It is published bimonthly and
features articles on environmental barriers to dis-
abled persons, sports and recreation, opinions of
members, new products and research in spinal cord
injury. It is available from Paraplegia Life, 333
North Michigan Avenue, Chicago, Illinois 60601.

Paraplegia News is published by the Paralyzed Veterans

of America, Inc. Articles in this monthly publica-
tion range from issues of civil rights to human
sexuality from traveling to homemaking. Available
from Paraplegia News, 935 Coastline Drive, Seal
Beach, California 90740.

Rehabilitation Gazette is an annual publication which
seeks to inform and update the disabled community on
issues relevant to their welfare. New developments
in the field as well as articles of a personal
nature are included. Rehabilitation Gazette is avail-

able by writing 4502 Maryland Avenue, St. Louis,
Missouri 63108.



IMPLEMENTATION OF STATE PLANNING FOR INDEPENDENT LIVING

AGENDA

Wednesday 8:30- Registration

9:00 Introduction (Mr. Decker, Dr. Shinnick). Includes introduction to the
resource manual and TEK evaluation.

9:15 Federal Implications (Dr. Steven Cornett).

9:30 Introduction to Model Programs (Lex Frieden and Laurel Richards).
10:15 Coffee Break
10:30 Model Programs

12:00 Lunch

1:30 Model Programs (Melanie Tillmanns, Beverley Chapman).

2:30 Break

2:45 Consumer Involvement (Jim Ledbetter, Beverley Chapman).

3:45 ILR/VR Concerns (Panel discussion of Mary Andre, Paul Knight, Jack
Van Hooser, and Don Wedewer. Moderator, Martha Carrick).

4:45 Evaluation and Adjournment.

Thursday
Emory Group Auburn Group
9:00 Program Development (John Halliday). 9:00 Practical Application of
10:15 Break.:" Independent Living
11:15 Housing (Louis Baine). Concepts: A Review and
12:00 Lunch Discussion of Fundamental
1:30 Transportation (Roger Krohl). Objectives and Associated
1:50 Attendant Care (Sandra Smith and . Methodologies. (Lex Frieden
Jake Smith). and Laurel Richards).
2:30 Employment (Charles Larkin).
3:00 Break 12:00 Lunch
3:15 Health Care (Ronald Niswander).
3:35 Community Mental Health (Robert W. Carrick). 1:30 Small Group Work Sessions:
3:55 Recreation, Public Attitude (Ben Rickman). Developing Strategies that
4:45 Evaluation and Adjournment. Meet Program Objectives in

Individual States.

4:00 Work Group Closure and
Evaluation.




Friday

8:30 Program Evaluation Concerns from a State and Facility Viewpoint
(Jack Schmidtt).

9:45 Break
10:00 Independent Living Strategies (Panel discussion of John Halliday,
Mary Andre, John Dalyrumple, Ben Rickman, and Lex Frieden. Martha

Carrick, Moderator).

11:15 Evaluation and Wrap-Up (Dr. Michael Shinnick).



COURSE FACULTY

Course Directors: Roger S. Decker, Ed.S.,
Assistant Professor, )
Department of Rehabilitation Medicine
Emory University,
Atlanta, Georgia

Michael D. Shinnick, Ed.D.,
Assistant Professor,

Auburn University

Auburn, Alabama

Course Coordinators: Sara Hoffman,
Coordinator,
| Independent Living Short-Term Training Project
Auburn University
Auburn, Alabama

Phyllis Stegall,

Associate Faculty,

Emory University,

Department of Rehabilitation Medicine,
Atlanta, Georgia

w Course Contributors: Martha Carrick,
Assistant Regional Representative for Vocational
Rehabilitation, Region IV,
Office of Rehabilitation Services,
Atlanta, Georgia
| Mary Andre,
| Associate Regional Representative for SSI-SSDI,
} Region IV Representative
Elton Moore,
Doctoral Candidate,
Mississippi State University
Mervyn Willoughby,
Assistant Project Coordinator,
Independent Living Short-Term Training Project
Auburn University,
Auburn, Alabama
Faculty: Beverly Chapman,
Executive Director,
Center for Independent Living in Central Florida
Orlando, Florida
k Lex Frieden,

Project Director,
Texas Institute for Rehabilitation and Research
Houston, Texas




b John Halliday,
Director of Client Service Programs,
Massachusetts Rehabilitation Commission,
Boston, Massachusetts

Jim Ledbetter,

Deputy Director,

Georgia Division of Vocational Rehabilitation,
Atlanta, Georgia

Jack Van Hooser,

Director, Client Services

| Division of Vocational Rehabilitation,
Nashville, Tennessee

|

|

Laurel Richards,

Training Coordinator,

Texas Institute for Rehabilitation and Research,
Houston, Texas

Melanie Tillmanns,

Executive Director,

Worcester Area Transitional Housing, Inc.
Worcester, Massachusetts

|
| Don Wedewer,
‘ Director,
Florida Division of Blind Services,
Tallahassee, Florida

John Dalrymple,

Specialist for Special Projects for the Severely Disabled
Raleigh, NC

Paul G. Knight,
Director, Independent Living Program
Columbia, SC

Jack Schmidt,
Georgia Warm Springs Hospital
Warm Springs, GA

Dr. Stephen Cornett,
Director, Office of Rehabilitation Services
Atlanta, GA
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Participant List

Jack Schmidtet,

Roosevelt Rehabilitation Rescarch Institute
Ccorgia Warm Springs Hospital

Warm Springs, GA 31830

Jim Miller,

Regional Continuing Education Program
1814 Lake Avenue

University of Tennessee

Knoxville, TN 37916

John Grimes,

Regional Continuing Education Program
1814 Lake Avenue

University of Tennessee

Knoxville, TN 37916

Sam Burton, Director of Field Services
932 N+ State St

P.0. Box 1698

Jackson, MS 36205

Ben Rickman, Director
Metro-Liner ILC

809 S. College St.
Charlotte, HC 29202

Perry Levinson, Asst. Director for Management Services
Office of Rehabilitation Services

101 Marietta St.

Suite 903

Atlantay GA 30323

Carl McCoy, Program Director of Client Services
Florida Division of Blind Scrvices

2571 Executive Center Circle

Tallahassee, FL 32301

David Sellars, Director

Office of Vocational Rehabilitation
1309 Winewood Blvd.

Tallahassee, FL 32301

Bill Toomey, Administrator of Client Services
1309 Winewood Blvd.
Tallzhassee, FL 32301

Paris Hopkins, Director
Bureau of Rehabilitation Services
Capital Plaza Office Tower




Frankfort KY 40601

Jim L. Carballo, Director, Ms. Vocational Rehabilitation
for the Blind

'P.C.Box 4872

Jackson, MS 39216

Tim Milligan, Training Coordinator
Hot Springs Rehabilitation Center
P.0. Box 135

Hot Springs, AR 71901

Walter Blalock, Jr., Program Specialist - Voc. Rehab.
P.0. Box 1698 '
Jackson, MS 39205

J.W. Cowen, Director, Rehab. and Crippled Children
2129 East South Boulcvard
P.0.Box 11586

Montgomery AL 36111

James M. Searcy, Coordinator: Homebound & Hemophilia Program
2129 East South Boulevard
Montgomery, AL 36111

Stewart Gatewood, Unit Director, Planning
102 Georgia
Versailles, KY 40383

Pinkney C. Seale, Director, Div. of Services for the Blind
Room 209 State Office Building
Nashville, TN 37219

Roger Patton, Program Director, Special qOL»lCtG
Room 209 State Office Building
Nashville, TN 37219

Louis G. Strikland, Direcor,

Addie McBryde Rehabilitation Center
for the Blind

P.0. Box 5314

Jackson, MS 39216

James R. Brooks, Supervisor of SSDI/SSI Programs
Division of Vocational Rehabilitation,

1808 West End Building, Room 424

hshville, TN 37203

Jenelda Yurt, Program Coordinator
Bureau foro the Blind,




Division of Field Services, Homcbound Program
201 Breckinridge Lane,
Louisville, KY 40207

Jeanne Pherson, Director of Jobs for the Blind
Bureau for the Blind,

Jobs for the Blind

1900 Brownsbooro Road

Louisville, Ky 40206

Joe S. Dusenbury, Commissioner
Vocational Rehabilitation Department
P.0. Box 4945

Columbia, SC 29240

P. Charles LaRosa, Jr., Special Services Coordinator
Vocational Rehabilitation Department

‘'P.0. Box 4945

Columbia, SC 29240

Charles S. Chandler, Ph.D., Supervisor, Research and Planning
Vocational Rehabilitation Department

P.0. Box 4945

Columbia, SC 29240

Paul G. Knight, Director, Independent Living Program
Vocational Rehabilitation Department

P.0. Box 4945

Columbia, SC 29240

Cathy Bruce, Coordinator for Independent Living Program
632 State Office Building

47 Trinity Ave. S.W.

Atlanta, GA 30334

Jim Ledbetter, Director, Division of Vocational Kehabilitation
610 State Office Building

47 Trinity Ave. SW

Atlanta, GA 30334

Donald H. Wedewer, Director, Florida Division of Blind Services
2571 Executive Center Circle, East
Tallahassee, FL 32301

Leonard A. Cooper, State Rchabilitation Supervisor
S.C. Commission for the Blind,

1430 Confederate Avenue

Columbia, SC 29201

Nancy L. Buchanan, Deputy Commissioncr
S.C. Commission for the Blind




1430 Confederate Avenue,
Columbia, SC 20201

Bob H. Philbeck, Deputy Director

Div. of Vocational Rehabilitation Services
P.0. Box 26053,

Raleigh, NC 27611

Donna L. Holt, Administrative Assistant to Specialist for
Special Projects for the Severcly Disabled

Vocational Rehabilitation Services

P.0. Box 26053

Raleigh, NC 27611

John W. Dalrymple, Specialist for Special Projects for the
Severely Disabled

P.0. Box 26053

Raleigh, NC 27611

Herman Gruber, Administrator

N.C. Rehabilitation Center for the Blind
P.0. Box 33,

Butner, NC 27509

James D. Roberts, Deputy Chicf, Rehabilitation Services
Division of Services for the Blind

P.0. Box 2658

Raleigh, NC 27602

JacK M. VanHooser, Director of Client Services
Division of Vocational Rehabilitation

1808 West End Room 424

" Nashville, TN 37203
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I.L.R. QUESTIONNAIRE

Name three (3) types of model programs that provide I.L.R. services.

List five (5) services generally provided in an I.L.R. Program.

The preferred method of training PCAs is through classroom in-
struction.

Consumer involvement in I.L.R. Programs is mandated by law.

T F

Transitional housing is an integral part of all I.L.R. programs.

T F
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I.L.R. QUESTIONNAIRE

1. Name three (3) types of model programs that provide I.L.,R. services.

2. List five (5) services generally provided in an I.L.R. Program.

| 3. The preferred method of training PCAs is through classroom in-
| struction.

”t

4. Consumer involvement in I.L.R. Programs is mandated by law.

L ¥

55 Transitional housing is an integral part of all I.L.R. programs.

L F




TRAINING OBJECTIVES:

1. To receive information on the concepts, issues, model programs, and
legislative intent of Independent Living Services.

2. To discuss the development of Independent Living strategies at the
community, state, and regional level.

3. To be provided with a resource manual to be used for the development
of Independent Living Programs.

4, To be aware of the program evaluation methods as a means of measuring
both internal and external service delivery, and the specific concerns as
it pertains to Independent Living.
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Introduction

The Program Evaluation Booklet provides you an opportunity to evaluate this training
activity. Your accurate assessment will assist the training staff to (1) evaluate the effec-
tiveness of this program, and (2) improve upon future programs.

The three areas we will be asking you to evaluate are the objectives, methods and out- !
comes of fraining.

Obijectives includes both your goals in attending this program (Participant
Objectives) and the goals of the training staff in providing the program
(Trainer Objectives). At the beginning of the program you will be asked to
write in the booklet both participant and trainer objectives. The degree to
which these objectives are met will then be evaluated at the conclusion of
training.

Methods evaluation includes both individual training units and a compari- Lo
son of those units. The individual unit evaluation form provides for the

assessment of three types of training units, i.e., instructional, small group

and audiovisual. The individual training units will be evaluated immediately

upon their completion throughout the program, and the unit comparison

evaluation will be completed at the conclusion of training.

Outcomes evaluation includes assessment of both participant change and
program change. This evaluation occurs only at the conclusion of the
training program.

Please bring this booklet to all sessions as we will be using it throughout the training
program. You will be instructed as to how and when to complete each of the various
assessment forms. Finally, it should not take more than an hour of our training time to
complete the entire evaluation process.




|

Definition of Terms

At the conclusion of this training program you will be asked to evaluate the outcomes
of the program using the four areas defined below. It is important for you to familiarize
yourself with these terms now and to keep them in mind throughout the program. This
will assist you fo respond more accurately on the Outcomes section of this booklet.

Informational Change

This term refers to the acquisition of professional knowledge. Informational
change means an increase in your awareness and understanding of the sub-
ject matter of the training program.

Behavioral Change

This term refers to the acquisition of professional skills. Behavioral change
means an increase in your ability to apply the subject matter of the training
program.

Attitudinal Change

This term refers to the acquisition of appropriate professional values. Atti-
tudinal change means a modification of your beliefs and perceptions related
to the subject matter of the training program.

Motivational Change

This term refers to the acquisition ot professional incentive. Motivational
change means an increase in your desire and drive to be involved with
activities related to the subject matter of the training program.




Objectives

Participant

We are interested in learning what your objectives are in attending -this
training program. Please state as briefly and specifically as possible what
you would most like to gain from this training experience. Space is pro-
vided for up. to four separate goal statements. At the conclusion of the
program, you will be asked to rate how well each stated objective was met.

unmet " met

CJ




Objectives

Trainer

We are interested in your assessment of the extent to which our objectives
for this program are met. Please write each stated trainer objective in the
blanks below. At the conclusion of the program you will be asked to rate
how well each of these objectives was met.




Methods

Individual Units

Unit

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional
| 1Small Group
| . .
! | L1Audio-Visual
e ‘ circle
CONTENT lowhigh
New 12 3 4
Relevant 12 3 4
Practical . 12 3 4
PRESENTATION .
Clear Objectives 12 3 4
Organized 12
Involving 12 3 4
PRESENTOR
Informed 12 3 4
- Articulate 12 3 4
Stimulating 12 3 4

Comments:




Unit:

Methods

Individual Units

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Comments:

Instructional

Small Group

Audio-Visual

4

CONTENT

New
Relevant

Practical

PRESENTATION

Clear Objectives
Organized

Involving

PRESENTOR

Informed
Articulate

Stimulating

circle
low © high
12 3 4
12 3 4



Individual Units - [

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you .
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

[
| o | ' |
Instructional o . |
: : Small Group |
| . . .
Lo Audio-Visual - \
939 ‘ . circle
CONTENT ~flow high
N New - 12 3 4 |
' Relevant | 1234 L
Practical 12 3 4 1
PRESENTATION o
' Clear Objectives 12 3 4
Organized , 12 3 4
Involving 12 3 4
PRESENTOR |
Informed 12 3 4 o
| Articulate - 12 3 4 1
| . :
| Stimulating 12 3 4 i
Comments: q
!
-
7 |




Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional
I Small Group
| : .
! | L1Audio-Visual
9 ‘ circle
s Lo N e CONTENT low high
New 12 3 4
Relevant 12 3 4
Practical 12 3 4
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4
PRESENTOR
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4

Comments:



Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

_Instructional
I Small Group
I . .
I | L]Audio-Visual
. ‘ circle
CONTENT low high
New 12 3 4
Relevant 12 3 4
Practical 12 3 4
PRESENTATION
Clear Obijectives 1 2 3 4
Organized 1 2 3 4
Involving 12 3 4
PRESENTOR
Informed 12 3 4
Articulate" 12 3 4
Stimulating 12 3 4
Comments:
9

—~




' Methods

Individual Units

Unit:

~_lInstructional

i Small Group

I | LJAudio-Visual
xy

CONTENT

New

Relevant

Practical

PRESENTATION

Clear Objectives

Organized

Involving
PRESENTOR
Informed

Articulate

Stimulating

Comments.

10

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

circle

low high

12 3 4
12 3 4
12 3 4




Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

_Instructional
! | Small Group
| . .
! | LJ1Audio-Visual
9 ‘ circle
CONTENT lowhigh
New 12 3 4
Relevant 12 3 4
Practical 12 3 4
PRESENTATION |
Clear Ovbjectives 12 3 4
Organized 1 2
Involving 12 3 4
PRESENTOR
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4

Comments:

1
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Methods

Inadividual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

_lInstructional
E | Small Group
] Audio-Visual
8 ‘ circle
| CONTENT low
New 12 8§
Relevant 12 3
Practical 12 3
PRESENTATION
Clear Obijectives 12 3
Organized 12
Involving 12
PRESENTOR
Informed 12 3
Articulate 12 3
Stimulating 12 3

Comments:

12

high




Methods ~

Individual Units | SN

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each tfraining unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Comments:

13

Instructional
I 1Small Group
| . .
1 L 1Audio-Visual
MY ‘ circle
; - hi
CONTENT lowhigh
l New ' 12 3 4
Relevant "1 23 4 <1
Practical 123 4
PRESENTATION
Clear Objectives 12 3 4
Organized _ 12 3 4
Involving 12 3 4
- PRESENTOR -
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4

- e




Unit:

Methods

Individual Units

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional

Small Group

|
{ Audio-Visual
5 _‘»

CONTENT

New

Relevant

Practical

PRESENTATION

Clear Objectives

Organized

Involving

Comments:

PRESENTOR

Informed
Articulate

Stimulating

14

circle

low high




Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottfom of the page.

Instructional
Small Group
Audio-Visual

iy

CONTENT

New

Releva nt

Practical

PRESENTATION

Clear Objectives

Organized

Involving

PRESENTOR

Informed

Articulate

Stimulating

Comments:

15

circle

low

12 3

high
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Methods

Individual Units

Unit.

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional
i Small Group
o Audio-Visual
e ‘ circle
|| | CONTENT e
New 12 3
Relevant 12 3
Practical 12 3
PRESENTATION
Clear Objectives 123
Organized 12 3
Involving 12
PRESENTOR
Informed 12 3
Articulate 12 3
Stimulating 12 3
Comments:
16

high




Methods B

Individual Units ‘

Unit: ‘

|

The three types of individual training units that can be evaluated are In- {

structional, Small Group and Audiovisual. Your trainer will identify for you

the title and type of each training unit immediately upon its completion. ‘

Please check the identified unit and then rate only the key words designated ]

for it (see bar). You may wish to add comments at the bottom of the page. |
|

Instructional
i 1Small Group ‘
!} LJAudio-Visual
. ‘ circle
CONTENT lowhigh
New 123 4 |
Relevant 12 3 4 L
Practical 12 3 4
PRESENTATION
Clear Objectives 12 3 4
Organized 1 2 3 4
Involving 12 3 4
PRESENTOR
Articulate 12 3 4
Stimulating 12 3 4

Comments:

17

1

!

:

Informed 123 4 | l
i

1

|

i

l

|




Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Comments:

18

_lInstructional
i | Small Group
L Audio-Visual
sy ‘ circle
CONTENT lowhigh
New 12 3 4
Relevant 12 3 4
Practical 123 4
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4
PRESENTOR
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4




Methods -

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its complefion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

 Instructional
: | Small Group
! . .
!} L1Audio-Visual
‘ circle
low high
CONTENT
New 12 3 4
~ Relevant 123 4 L,
Practical 12 3 4
PRESENTATION
Clear Objectives 1 2 3 4
Organized 12 3 4
Involving 1 2 3 4 1
PRESENTOR "
Informed 12 3 4 ‘
Articulate 12 3 4 1
Stimulating 12 3 4

Comments. ' |

19




! Methods

Individual Units

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

|
i Unit.
|
|

Instructional
i Small Group
! | LJAudio-Visual
" ‘ circle
|l || | CONTENT low igh
New 12 3 4
Relevant 12 3 4
Practical 12 3 4
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4
PRESENTOR
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4

Comments:

20



Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional

i _1Small Group

I | L_lAudio-Visual .

I | * circle
CONTENT low high

New ' 12 3 4

Relevant 12 3 4 y

Practical 123 4
PRESENTATION

Clear Objectives 1 2 3 4

Organized 1 2 3 4

Involving 12
PRESENTOR

Informed 12 3 4

Articulate 12 3 4

Stimulating 12 3 4

Comments:



Methods

Individual Units

Unit:

The three -types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

_|Instructional
i | Small Group
I Audio-Visual
9 circle
CONTENT low high
New 12 3 4
Relevant ' 1234
Practical 123 4
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4
'PRESENTOR
Informed . 12 3 4
Articulate 1234
Stimulating ' 12 3 4

Comments:

22




Methods

Individual Units

Unit:

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional
i Small Group
! | LJAudio-Visual
s 9 ‘ circle
CONTENT o
New 12 3 4
Relevant 12 3 4
Practical 12 3 4
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4
PRESENTOR
Informed 1 2 3 4
Articulate 12 3 4
Stimulating 18 3 4

Comments:

23



A o - Methods

Individual Units

Unit: . -

The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional
i I Small Group
! | L1Audio-Visual
M ‘ ‘ circle
CONTENT . fow high
New 12 3 4
Relevant 12 3 4
Practical _ 1234
PRESENTATION
Clear Objectives 12 3 4
Organized 12 3 4
Involving 12 3 4°
PRESENTOR
Informed 12 3 4
Articulate 12 3 4
Stimulating 12 3 4
Comments:
24




Methods

Individual Units

Unit.

. The three types of individual training units that can be evaluated are In-
structional, Small Group and Audiovisual. Your trainer will identify for you
the title and type of each training unit immediately upon its completion.
Please check the identified unit and then rate only the key words designated
for it (see bar). You may wish to add comments at the bottom of the page.

Instructional

I Small Group

! Audio-Visual
L

CONTENT

New

Relevant

Practical

PRESENTATION

Clear Objectives

Organized

Involving

PRESENTOR

Informed

Articulate

Stimulating

Comments:

25

M




Methods

Unit Comparisons

Now that the training program is over, we are interested in learning how
the individual training units compare to each other in terms of their rele-
vance to you.

| A. Please write in the blanks below the individual training units identified
‘ by the training staff.

B. Once the blanks have been filled in, please rank order these units ac-
cording to their relevance to your professional needs. A rank order of

‘1" is fo signify most relevant, whereas the last number means the least
relevant to your needs.

C. Finally, no rank value should occur more than once. Note in the example
that the same number does not appear twice.

Rank

|

i

Individual ok Individual

' Training Units  ower & Training Units

Example

%w@m%w%\Sb

26
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Definition of Terms .

Informational Change

This term refers to the acquisition of professional knowledge. Informational
change means an increase in your awareness and understanding of the sub-
ject matter of the training program.

Behavioral Change

This term refers to the acquisition of professional skills. Behavioral change
means an increase in your ability to apply the subject matter of the training
program.

Attitudinal Change

This term refers to the acquisition of appropriate professional values. Atti-
tudinal change means a modification of your beliefs and perceptions related
to the subject matter of the training program.

Motivational Change

This term reters to the acquisition of professional incentive. Motivational
change means an increase in your desire and drive to be involved with
activities related to the subject matter of the training program.

w

27




e Outcomes
I ' Participant Change -

We are interested in learning what changes you think have occurred for you
as a result of this training program. Please indicate the degree of change by
making a check mark (\/) for each of the four change areas below. A review

of the definitions on the opposite pagé will help you to respond more
accurately.

Change Areas| — Degree of Change ——
\ ) none slight moderate much

. - Informational

Behavioral

Motivational

Attitudinal

28



Outcomes
Program Change

We are interested in learning of your suggestions for program change in
the four areas listed below. We wish to know both what proportion of our
training time you think was actually directed to each of these areas, as well
as what proportion of time you would have preferred to be directed to each.
A review of the definitions on page 27 will help you to respond more
accurately.

A. Please rank order how you think our time was Actually spent in the four
areas below (rank 1 = most time, and rank 4 — least time). No rank
value should occur more than once.

B. Next, rank order how you would have Preferred our time being spent in
these same four areas (rank 1 = most time, and rank 4 — least time).
Again, no rank value should occur more than once.

actual preferred
time time Example

Change Areas

Informational Z7L
Behavioral e
Motivational 3
Attitudinal /
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Please complete the following:

Age ; Sex ; Handicapped: Yes ; No ;
Job Title: Counselor ; Supervisor ; Administrator ; Training
Specialist ; Legal Counsel ; Other (Specify)

Years of experience in the rehabilitation field:
Years of formal education: 12 13 14 15 16 17 18 19 20 21 22 23

Did you volunteer for this training program or were you chosen based on your
job responsibilities (Select only one): Volunteered ; Chosen :

Is your current position a Staff position or a Line position? (Staff provides
advice and service to other units; Line has responsibility and authority for
direct accomplishment of primary objectives): Staff ; Line 3

The following is a study of what the general public thinks and feels
about a number of important social and personal questions. The best answer
to each statement below is your personal opinion. We have tried to cover many
different and opposing points of view; you may find yourself agreeing strongly
with some of the statements, disagreeing just as strongly with others, and
‘perhaps uncertain about others; whether you agree or disagree with any state-
ment, you can be sure that many people feel the same as you do.

Mark each statement in the left margin according to how much you agree or
disagree with it. Please mark every one.

Write +1, +2, +3, or -1, -2, -3, depending on how you feel in each case.

+1: I AGREE A LITTLE -1: I DISAGREE A LITTLE
+2: 1 AGREE ON THE WHOLE -2: 1 DISAGREE ON THE WHOLE
+3: I AGREE VERY MUCH -3: I DISAGREE VERY MUCH

1. Fundamentally, the world we live in is a pretty lonely place.

2. It is often desirable to reserve judgment about what's going on
until one has a chance to hear the opinions of those one respects.

3. A person who thinks primarily of his own happiness is beneath contempt.

4. In the history of mankind there have probably been just a handful
of really great thinkers.

5. Most people just don't know what's good for them.

6. Once I get wound up in a heated discussion I just can't stop.



7. The worst crime a person can commit is to attack publicly the people
who believe in the same thing he does.

8. In this complicated world of ours the only way we can know what is
going on is to rely upon leaders or experts who can be trusted.

9. In the long run the best way to live is to pick friends and
associates whose tastes and beliefs are the same as one's own.

10. While I don't like to admit this even to myself, I sometimes have

the ambition to become a great man like Einstein, or Beethoven, or
Shakespeare.

Social Reaction Inventory

This is a questionaire to find out the way in which certain important
events in our society affect different people. Each item consists of a pair
of alternatives lettered a or b. Please select the one statement of each
pair (and only one) which you more strongly believe to be the case as far as
you're concerned. Be sure to select the one you actually believe to be more
true rather than the one you think you should choose or the one you would
like to be true. This is a measure of personal belief; obviously there are
no right or wrong answers.

Your answer, either a or b to each question on this inventory, is to be
reported beside the question. Please answer these items carefully but do not
spend too much time on any one item. Be sure to find an answer for every
choice. For each numbered question make an X on the line beside either the
a or b, whichever you choose as the statement most true.

In some instances you may discover that you believe both statements or
neither one. In such cases, be sure to select the one you more strongly
believe to be the case as far as you're concerned. Also try to respond to
each item independently when making your choice; do not be influenced by
your previous choices.

Remember, select that alternative which you personally believe to be more

true.
I more strongly believe that:

1. a. Children get into trouble because their parents punish them too
much.

b. The trouble with most children nowadays is that their parents are
too easy with them.

2. a. Many of the unhappy things in people's lives are partly due to
bad luck. ’

b. People's misfortunes result from the mistakes they make.

3 a. One of the major reasons why we have wars is because people don't
take enough interest in politics.
b. There will always be wars, no matter how hard people try to
prevent them.
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16.

In the long run people get the respect they deserve in this world.
Unfortunately, an individual's worth often passes unrecognized
no matter how hard he tries.

The idea that teachers are unfair to students is nonsense.
Most students don't realize the extent to which their grades are
influenced by accidental happenings.

Without the right breaks one cannot be an effective leader.
Capable people who fail to become leaders have not taken
advantage of their opportunities.

No matter how hard you try some people just don't like you.
People who can't get others to like them don't understand how to
get along with others.

Heredity plays the major role in determining one's personality.
It is one's experiences in life which determine what they're like.

I have often found that what is going to happen will happen.
Trusting to fate has never turned out as well for me as making
a decision to take a definite course of action.

In the case of the well prepared student there is rarely if ever
such a thing as an unfair test.

Many times exam questions tend to be so unrelated to course work
that studying is really useless.

Becoming a success is a matter of hard work, luck has little or
nothing to do with it.

Getting a good job depends mainly on being in the right place at
the right time.

The average citizen can have an influence in government decisions.
This world is run by the few people in power, and there is not
much the little guy can do about it.

When I make plans, I am almost certain that I can make them work.
It is not always wise to plan too far ahead because many things
turn out to be a matter of good or bad fortune anyhow.

There are certain people who are just no good.
There is some good in everybody.

In my case getting what I want has little or nothing to do with
Tuck.
Many times we might just as well decide what to do by flipping a
coin.

Who gets to be the boss often depends on who was lucky enough
to be in the right place first.

Getting people to do the right thing depends upon ability; luck
has little or nothing to do with it.



17. a. As far as world affairs are concerned, most of us are the victims
of forces we can neither understand, nor control.

b. By taking an active part in political and social affairs the
people can control world events.

18. a. Most people can't realize the extent to which their lives are
controlled by accidental happenings.
b. There really is no such thing as '"luck'.

19. a. One should aiways be willing to admit his mistakes.
b. It is usually best to cover up one's mistakes.

20. a. It is hard to know whether or not a person really likes you.
b. How many friends you have depends upon how nice a person you are.

4 a. In the long run the bad things that happen to us are balanced
"~ by the good ones.

b. Most misfortunes are the result of lack of ability, ignorance,
laziness, or all three.
22 a. With enough effort we can wipe out political corruption.
b. It is difficult for people to have much control over the things
politicians do in office.
23. a. Sometimes I can't understand how teachers arrive at the grades
they give.
b. There is a direct connection between how hard I study and the
grades I get.
24. a. A good leader expects people to decide for themselves what they
should do.
b. A good leader makes it clear to everybody what their jobs are.
25, a. Many times I feel that I have little influence over the things

that happen to me.
It is impossible for me to believe that chance or luck plays an
important role in my life.

b

a. People are lonely because they don't try to be friendly.

b. There's not much use in trying too hard to please people, if
they like you, they like you.

27, a. There is too much emphasis on athletics in high school.
b. Team sports are an excellent way to build character.

28. a. What happens to me is my own doing.
b. Sometimes I feel that I don't have enough control over - the
direction my life is taking.

29. a. Most of the time I can't understand why politicians behave the
way they do.

b. 1In the long run the people are responsible for bad government
on a national as well as on a local level.

P



TRAVEL RETMBURSEMFNT FORM
THIS FORM MUST BE CQMPLETED AND SIGNED TO RECEIVE REIMBURSEMENT

CONSULTANT ( ) PROGRAM PARTICIPANT ( )
The following request for reimbursement is for

(name of program)

at (Place) , on (Date(s))
MAME: (Please Print)
(Last) (First) (Middle or Maiden)
SOCIAL SECURETY NUMBER: POSITION:
BUSINESS ADDRESS: BUSINESS PHONE:
TRAVEL REIMBURSEMENT
%*

MODE OF TRAVEL: Inmy car ( ) In other person's car ( ) By Plane ( )

Driver:

If travel was by personal car, mileage will be computed according to AUburn
University Official Mileage Chart.

If travel was by plane,*attach back of passenger ticket or xerox copy,
also include all parking or taxi receipts,

TTINERARY :
- Departed from: Time: Date:
Returmed to: Time: Date:
SIGNATURE
FOR OFFICE USE ONLY!

Honorarium, Stipend

Per Diem or Meals

Mileage Travel Reimbursement

Taxi

Miscellaneous Expense

TOTAL REIMBURSEMENT




