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TIRR TRANSITIONAL PROJECT

The TIRR transitional project will provide training in social adaptive skills
for persons with severe physical disabilities. The live-in program is designed
to last approximately nine weeks for each participant. Some persons may need
less training and leave the program after a shorter period of residence. Others
may profit from additional special services such as drivers' training, a formal
vocational evaluation, or time in a practice living situation which may require
more time.

During an individual's first week in the project, he or she will be introduced
to the various program activities and to the project techniques of self-assess-
ment and goal-setting. The particinant will develop an individualized program
plan with project staff members which will be formulated in a contract specify-
ing what is expected of each party. FEach participant will be assigned a buddy
at tue beginning of his or her stay. The buddy relationship will serve as a
focus for work on social interaction and interpersonal relations throughout a
person's stay in the project.

The proeram will be orcanized so that all subject areas are coverad in an eight-
week period. Some on-poing activities will be scheduled on a weekly basis. Other
program areas will be developed as short—-term training modules which are sche-
duled in an eight-week sequence. The various program elements are described
below.

social skills group 3 hours per week

Two sessions of 1'; hours each will be conducted per week by a social worlker,
to deal wvith social relationships inside and outside the project, family
relationships, feelings about self and the future, and other areas as
appropriate.

weekly seminar on educational and vocational opportunities 4 hours per week

Seminar will be conducted by a vocational counselor to include group dis-
cussions and numerous field trips to colleges, vocational training programs,
and employment locations; active handicapped persons in the community will
be involved as resource persons.

weekly seminar on living arrangements 4 hours per week

Seminar will be conducted by core project staff to include groun discussions
and numerous field trips to nursing homes, residential projects, a college
dormitory, and individual living arrangements; active handicapped persons in
the community will be involved as resource persons.




weekly buddy counseling A ' 1 hour per week

Individual and joiut-counseling by project social worker will focus on
.. buddy relationship as a means of developing an understanding of other
persons and skill in interpersonal interaction. ‘

weekiy»consultations with RN, PT, OT _ 1!5 hours per week

These professional staff members will be available one morning a week to
.serve as consultants to project participants in assessing their needs and
devising programs to meet these needs; to include long-term planning as
well as dealing with immediate problems.

~ weekly mobility assessment group 1)s hours per week

A weekly meeting will be conducted by core staff members to examine ‘mobility
problems encountered by participants on various field trips and to consider
.ways of dealing with these problems.

weekly sex and coffee group ' 1)s hours per week

A weekly group will be conducted by the.project social worker to examine
- attitudes and feelings about sexuality, role expectations, and dating.

weekly evaluation and assessment session 3 hours per week

One morning per week, participants will take part in an evaluation session-
to be supervised by core project staff. These sessions will fill two pur-
poses. One is to measure the individual's status in various program areas.
as an aid to self-assessment. This information will be used by the partici-
pant in formulating plans for the coming week. The second purpose is to
provide information to the staff about the effectiveness of various program
elements. ' '

weekly ‘group on problem—solving ' 1! hours per week
This group will meet in the afternoon following a morning assessment session
to assist .persons. in considering needs, specifying goals, and formulating
plans formulating plans for the coming week. Long-range planning wilkl also

be emphasized.

weekly group for significant others . ) 1} hours per weck

A group will be” conducted one evening per week as needed for family members,
spouses, close friends, or counselors of project participants. The group
‘will consider the transitional experience of the project participant, examine
‘the SO's feelings about these changes, and help the 50 in being a supportive
influence after the participant has left the tramsitional project.
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field trips

Field trips into -the community will be included in many program activities
(visits to vacational training sites and residential projects, for example).
-In addition, other trips to shopping areas, recreational activities, etc.
will be regularly scheduled with participants to be involved in trip plan-
ning. -After each trip, participants will complete a form concerning their
social dinteraction on the trip and a form on mobility problems they en-:
countered. TheSe experiences will later-be discussed in group sessions.
“"short-term - training modules, cycle I " &5 hours per week
Short-term training programs in self-care and medical needs (two weeks),
functional skills (three weeks), and homemaking skills (three weeks) will
be conducted by an RN, PT, and OT respectively. These modules will meet
three mornings a week (1% hours per session) for the designated number of
- weeks, - They will be scheduled one at a time in an -eight-week cycle:

short—term'trainino modules, cycle II . - 4} hours per weelk
g » CY ) P

‘Short-term tralnlnb modules will be conducted by core prO]cct staff with

. substantial involvement of active handicapped persons in-the community.
Subject areas will include attendant management (two weeks), financial
management (two weeks), mobility and transportation (two ‘weeks), consumer .
affairs (one week), and leisure activities (one week). Groups will meet
three afternoons a week (13 hours per session) for designated number of
weeks. Modules will be scheduled one at a time in an eight-week cycle.

. These activities will be combined in a weekly schedule as indicated below. Tha -
scheduling will be varied as the project progresses to test the effectiveness of

alternative arrangements.,




TENTATIVE WEEKLY SCHEDULE / TIRR TRANSITIONAL fROJECT

" MORNING

AFTERNOON

EVENING

~ MOWDAY " TUESDAY WEDNESDAY - THURSDAY 'FRIDAY WEEKENDS
module I - buddy coun- module I module I evaluation field trips
_ seling : | & self- S
" consultations social skills - field trips staff meeting assess—
_ — group ) ment
buddy coun- C ' consultations
© seling '
buddy coun—- seminar on "mobillity seminar on problem—  field trips
seling vocational- | assess- living solving :
sex and coffee educational ment ‘ arrangements group
~ group opportuni- social skills ' : module II
module IT -ties ' group
' ' module II
SO group field trips field trips

.
i
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An analysis and description of the program as a whole will be made from an
anthropological perspective. The main objective of this portion of the study
is to document the planning of the transitional program amd to trace its
evolution over time as new participant populations are included, staffing
arrangements change, and as the program content is refined. TFairweather's
study of the evoluation of a community=based program for ex-mental patients is
perhaps the best prototype of the type of study that is planned (1969). During
the course of the projec?)?airweather continuously mede—exphiedteand documented
the expected outcomes of various planning decisions. He then used on-going

experience in the project to test the accuracy of these predictions.

Two major types of data will be used in this portion of the study. The first
is factual information about how time is spent in the project. This information
will be provided by the system measures discussed above, by staff diaries to
be completed daily by professional staff members in a simple standardized

. Mines : ¢ : . .
recording format, and by mmnutes of meetings with staff members and with outside
agencies to be mainﬁhjned by the project director. The second type of data
includes perceptions and assessments made by various staff members about the

6’ . 3 v .

program. An eg}uatlon form will be completed monthly by staff members. It will

be based on the Community-Oriented Program Evaluation Scale (COPES) developed by

Roos et al in their study of psychiatric treatment settings (1974). The evaluation

form will focus on individual assessments of the various program elements, on
relationships among staff and among participants, on interaction between parti-
cipnats and the active handicapped community resource persons, on managerial

and¢kcision making processes, on the social atmosphere, and on areas that are



seen as problems by the staff members. In addition to these tvpes of data, the
project director will continuausl§ record observations in the form of anthro-
pological field notes. These observations will be focused on areas such as
staff relationships and on roles within the project. They will include &
explicit statement$of expectations expressed by staff members in various

planning meetings.
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I. CONSTRUCTIONAL QUESTIONNAIRE

(The purpose of these questions is to obtain information, hence their
wording is to be tailored to the occasion.)

(INTRODUCTION)

I am going to ask some questions to help us both understand what it is
that we should work toward.

The questions have three purposes:
First, we'll need information to help acquaint us with you.

Second, from the questions people ask, you can learn things about them,
so this should help you learn about our appreoach.

Third, to see how we're progressing, we need records, and befores and
afters. This is a kind of before on how you see things now, and what aims
you want now, so please speak up.

(QUESTION 1: OQUTCOMES)

I am going to ask you a group of questions about our goals. You are
here because you want certain changes to occur, or want something else.

(a. Presented outcome) The first of these is: Assuming we were
successful, what would the outcome be for you?

(b. Observable outcome) Now, this may sound silly, but suppose one of
these flying.saucers is for real. It lands and 2,000 iittle Martians pour
out. One of them is assigned to observe you -- your name was chosen by their -
computer on some random basis. He lands some time after L-Day -- Liberation
Day from your problems -- and follows you around invisibly. He records his
observations and these are put on IBM (Interplanetary Business of Mars) cards.
Their computer will decide on the basis of the sample of 2,000 Earthlings
they have, what their disposition toward Earth should be. Uhat does he
observe?

(b. Alternate or added form: What would others observe when the
successful outcome was obtained?)

(c. Present state) How does this differ from the present state of
affairs?

(d. Example) Can you give me an example?
(QUESTION 2: AREAS CHANGED, UNZHANGED)

The next group concerns things in your life which are going well, and
things which are not.

(a. Areas unchanged) What's going well for you now, and what arcas
of your life would not be affected by our progran? :




(b. By-products) What areas other than those we'd directly work on
would change?

(QUESTION 3: CHANGE HISTORY)
This next series concerns your efforts to change things.
(a. Present attempt) Why start now? How come?

(b. First attempt) When did it first occur to you to try to change?
What was going on? What did you do? How did it come out?

(c. Intervening attempts) What did you do then? What was going on?
How did it come out? (Series continues until present).

(QUESTION 4: ASSETS)

The next series is concerned with the strengths and skills you have
that we can build on. No one starts out from scratch.

(a. Related skills) What skills or strengths do you have which are
related to what you'd like to program?

(b. Other skills) What others do you have?

(c. Stimulus control) Are there conditions when the present.problem
is not a problem?

(d. Relevant problem-solving repertoire) In the past, what related
problems did you tackle successfully? What related programs did you succeed
in?  How? '

(e. Other problems solved) What other problems did you tackle
successtully? How? ‘

(f. Past control) Did you once have mastery of the present problem
area? If so, when, and under what circumstances? Any idea of how?

(QUESTION 5: CONSEQUENCES)

I am going to ask some questions about effects produced, and effects
you'd 1like to produce. :

(a. Symptom reinforcer: positive) You've heard of the proverb,
"It is an i11-wind that biows no good." With regard to some advantages
that might have "blown your way," has your problem ever produced any special
advantages or considerations for you? (Examples: 1in school, job, at home)
please give specific examples.

(b. Symptom reinforcer: negative) As a result of your problem, have
you been excused for things -- or from things -- that you might not be
otherwise?

: (c. Symptom cost) How is your present problem a drag, or how does it
jeopardize you? (Note: Omit if answered in 3a. Why start now?)




. (d. Possible current reinforcers) What do you really like: to do,
. or would 1ike to do? Is there anything that really sends you?

(e. High probability behaviors) What do you find youfse]f doing
instead? (or getting instead?)

(f. Social reinforcers) Who else is interested in the changes you're
after?

(g. Past social reinforcers) What people have been helpful in the

past? How did they go about it? How did you obtain this from them?

(QUESTION 6: COMPLETION)

Is there anything we left out or didn't get enough about? Uas
there something we overlooked - - or made too much of? Are there any

impressions you'd Tike to correct?

(QUESTION 7: TURNABOUT)

Turnabout is fair play. We have asked you a lot of questions. Are
there 'any questions you'd like to ask of us? Any comments? Kicks? Any-
thing you'd like to know about our goals, or approach?




The University of Chicago Ana]ysis of Behavior
Department of Psychiatry Constructional Development Program

PROGRAM CONTRACT ONE: - ASSESSMENT

PART ONE: Purpose

Two program contracts will be signed. The purpose of this statement is
to explain the first one.

The first program contract deals with the arrangements necessary for us
to find out how we can best help you attain your goals.

We obtain this information in two ways. One way is the initial inter-
view we have been engaged in. The other has yet to be done. It concerns
the way things are going now outside the office. This information can only
be obtained from direct observation, either by us, or by you. For this
purpose records are required.

Professionals collect data in addition to histories and purposes for
coming. 'For example, the physician collects "resting" measures or basal
measures. These records include temperature, pulse rate, blood pressure,
basal metabolism, X-ray, as well as other tests. If you want to learn
something, the educator may require aptitude and achievement scores. The
architect may want to know your living requirements.

Very often, the physician does not initiate his treatment immediately.
Nor does the educator immediately plunge you into the course. They wait
to see what the data will tell them. The physician may also want data on
your situation outside the office before treatment starts. The educator
may want to see how you do in temporary classes before assigning you to
your regular class. The architect may want to visit you in your present
home.

In our program, we require at least two weeks, or two assessment
sessions before we start the program. These are called baselines. . Some-
times, it may take longer, but we hope to start as soon as possible.

After we are satisfied that we know enough to make our assessment and
plans, we shall supply you with our analysis and recommendations. Please
note the following: these will be recommendations which we shall offer for
your approval. If you have other opinions, you can then say so. Whatever
comes out will be by mutual agreement. Otherwise, there is no point in
either of us agreeing to go ahead. lle may, however, agree to continue to
explore further possibilities, if this is mutually agreeable. Or either
or both of us may decide to go no further.

Whenever we have obtained mutual agreement regarding the outcomes,
programs, and requirements, we shall present a second program contract.
1f for some reason we decide that continuation will not help you or us,
we shall terminate.

We need your consent to get the information necessary for assessment.
This first program contract is for this assessment period.
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PROGRAM CONTRACT ONE: ASSESSMENT - DIAGNOSIS

PART TWO: General Afrangements

IN ORDER FOR US TO ASSESS
PROGRAM OUTCOMES, PROGRAM PROCEDURES
AND PROGRAM REQUIREMENTS,

A. On your part you .agree that ’ B. On our part we agree that
with regard to with regard to

1. APPOINTMENTS,

You will attend sessions set up. We shall keep appointments
If you find it impossible to set up. If we can not meet
attend, please notify us on a them, we shall try to in-
business day not Tess than form you at least three

24 hours-in advance. Time and days in advance, barring
place are in Part Three, emergencies. :

" specific arrangements.

2. RECORDS,

You will try to keep the records We shall explain the purpose
we assign as well as you can, of the records, the entries,
and wiil bring them to sessions. and analyze and provide feed-
Types of baseline records are in back on how well you are
Part Three. keeping them.

3. OTHER ASSIGNMENTS,

You will try to fulfill various We shall similarly explain’

other specified assigrments, as purpose of assignments and

made. , provide feedback on your
performance.

4. OTHER CONSULTATIONS,

You will, if requested, consult We shall explain the
with other professionals or rationale involved, and
concerned parties. Nature of where necessary, make or
consultation is indicated in suggest arrangements.
Part Three.

5. OTHER RECORDS,

You consent, if requested, to ' We shall similarly explain
authorize examination of other the rationale involved.
records, to be indicated in '

Part Three.
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6. RESEARCH, TRAINING, AND CONFIDENTIALITY,

(Data from your records can by

useful for consultation with
other staff members, training
of staff, and research pub-
lications wnich help other
professionals and thereby
other clients.) You consent
to the use of such data for
these purposes, with re-
strictions noted in Part
Three.

7. REGULAR AND SPECIAL FEES,

You consent to payment of fees

described in Part Three, both
for regular sessions and for
special purposes described.

8. STAFFING,

You will work with whatever
staff are agreed upon.

9. DISPOSITION,

You understand that upon
evaluation, we can consider
the outcomas to be attained,
the program procedures and
requirements necessary, to
be of such a nature as to
make it unprofitable for
you or for us to continue.

We shall preserve the confi-
dentiality of your records
and take every precaution

to insure that any data dis-
seminated are not identified
with you, in accord with
prevailing practice with
medical and psychiatric
records and research. Any
other type of dissemination
js specified in Part Three.

We shall provide the con-
ditions and personnel
necessary for assessment,
and shall explain the
special fees involved.

We shall try td adhere to
staffing arrangements made.

We shall report to you the
results of our assessment
and the disposition we
recommend.
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PROGRAY CONTRACT Oile:  ASSESSMENT - DIAGIHOSIS

PART THREE: Specific Arrangements

1. Appointments: 2. Baseline records:
Time:
Place:
3. Other assignments: 4. Initial consultation required:

5. Other records required:

6. Research and training needs: Dissemination consented to for each:

a. Tapes of sesSions

Video: ) : :
L 1
Audio:
. ’ T ! ‘
b. Other tapes: :
c. Baseline records:
t
1
d. Other assignments: |
e. Other records:
! 4
f. Programmar notes:
Write ups:
( —~
g. Special agreements:
i ; gt

; Audience 1. GD General Dissznination 5. TR Traineses
g Key 2. GS General Sessions &, L5 CHnIC Yale
; : 3. §8 Scientific Journals, 1. PG Progran stafi
Sessions only
| 4. HS Hospital staff 3. CC Casa con-

sultants
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7. Fees Amount: Per: Payable to: When Other:
Regular
Special

8. Staffing agreed upon:

Baseline:

Thereafter:

9. Consent does not imply continuation beyond assessment, or before, if ‘terms unmet
or for other reasons.

3

I agree to the foregoing: I agree to the foregoing:

Client(s) Programmer(s)

Monitor(s)

Date: Date:
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I1. CASE PRESENTATION GUIDE

Introduction

. Identifying information.

Brief deécription of patient and a few qualifying.statements
which are relevant to what follows.

2. Background for the program.

Use A3 as the resolution toward which this presentation is
directed. Weave in various items from questionnaire and
other sources to present a coherent picture of a person
functioning highly competently, given his circumstances and
. implicit or explicit goals, and personal and social history.
Infer how symptom may have been shaped and its functional
history. ' : . .

3. Symptom as costly operant.

Infer how, as a result of A2, the patterns shaped and reinforced
up to now are now too costly or otherwise jeopardizing the
patient. Infer what reinforcers are nresently maintaining

. patterns, sources, and type of jeopardy and its source. This
should be brief and simply stated as the logical outgrowth

from A2, which presented in somewhat more detail what led up

to this.

Tentative program directions.

1. Outcomes which seem reasonable as targets

2. Evidence for each of these

Relation to reinforcers maintaining symptom
. Likelihood of producing additional reinforcers.
. Feasibility of substitution for jeopardizing symptom
. Relation to present repertoires
i. Personal
ii. Environmental and available.

a0 T

3. Feasibility (cost, resources)

Current relevant repertoires

1. General, for program-recording requirements:

a. Analytical, types of relations explained
b. Recording repertoires

2. For each of targets recommended:

a, Previous programs

| Criyys £ e PRE s b .
b. turrent relevant reperioires: assay of curren



o
d.
&

Social repertoires

Environmental assets

Maintaining and available consequences; accessibility.
Symptom as reinforcement indicator.

Change procedures: programing guides

1. For program-recording and analysis of each target

a.
b

2. For

a.

b.

Analytic procedures to be used (texts, manual, discussions)
Records to be kept; graphs.

target areas

Programs and repertoires in past to be transfered or modeled.
How?

Shaping, modeling, or transfer procedures for changing present
repertoires . '

. Getting and shaping program cooperation from others; reinforcing

such cooperation
Ways current environmental resources might be used. Facilities.
Possible social models

. Social and other possible support. Analysis of symptom as

successful operant.

Maintenance guides

1. Through program

d.

Records, graphs, other assignments

b. Other possibilities
c. Reliability checks

d

. Extraneous consequences

2. Thereafter

Specific programs

1. Available specific programs

2. Staffing

3. Other suggestions




Date

I. Statement of Subgoals il.
(Past week)

A A ik

Extent to which
Subgoals were
reached; Current
Relevant Repertoire

II1. Comments about Subgoé]s
and Program Notes;
Controlling variables

IV. Statement of Subgoals
(Coming week)

nitials :

WEEKLY SELF-CONTROL WORKSHEET

BRAND: Chicago

V. Justification of Subgoals:

Relation to Goals and control-

ling variables.

VI. Program Notes:

Procedures for VII.
attaining Subgoals, given the
Current Relevant Repertoire.

Suggestions for future
consideration; Feedback
requested.




DATE:

- —— A ——. ——————. e —— L — . g —

PAGE:

INITIALS:

AUDIENCE,
CONDITIONS

INTERACTION TO BE RECORDED:

ANTECEDENT
or INTENT

MY
BEHAVIOR

TRANSACTIONS

BEHAVIOR
OF OTHER[S]

MY
BEHAVIOR

COMMENTS

LOG: INTERACTION

BRAND:Chicago

NUMBER:

TIME:

to

NUMBER:

TIME:

to

NUMBER:

TIME:

to

NUMBER:

TIME:

to




DATE:

WEEKLY PROGRAM WORKSHEET

BRAND:Chicago

CURRENT RELEVANT REPERTOIRE

SUBGOALS: SUBTERMINAL REPERTOIRE

-

Q \
O
£

PROGRAM NOTES

PRI DS




EVENT TO BE RECORDED:

[ DATE:

PAGE PLACE,
AUDIENCE, CONCURRENT DESCRIPTION:. WHAT
NO. TIME CONDITIONS ACTIVITY OF BEHAVIOR FOLLOWED COMMENTS
INITIALS From
to
From
to
From
- to
=
(SN}
o
(&)
o From
i
[ & ]
34 to
w
o
o
—
From
to
A From
(4=}
(&)
= to
&3
a
p
=
= From

to
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BM&D: Chicago

[_DATE:

PAGE

NO.

TIME

PLACE,
AUDIENCE,
CONDITIONS

ACTIVITY INTENDED

ACTIVITY

COMMENTS

INITIAL

From

to

From

to

From

to

From

to

From

“to

LOG: DAILY EVENT

From

to

From

to

From

to

From

to




TENTATIVE WEEKLY SCHEDULE TT"Q TRANSITIONAL PROJECT

MOMDAY TUESDAY WEDNESDAY THURSDAY FRIDAY WEEKENDS
module I buddv coun- module I wyodule I /6621;;2283\ field trips
seling & self-
MORNING 3 consultations social skills field trips staff assessnent

A < : 1 A
oroup meeting \\\\ e AZL/}A)
consultations ij:jtza)\b»j

N
buddy coun- vocational- <1;g;;i;i; living seminar on

buddv counseling

AFTERNOON seling educational essment \ arrangements planning &
sex and coffee opportunities|social skills problem-
group solving
module IT module IT module II
EVENING familv group field trip




TIRR TRANSITIONAL PROJECT

The TIRR transitional project provides training in social adaptive skills for
perqons with severe physical disabilities. The live-in program is designed to
aqgvﬁlnguagels for each participant. Some persons may need less training and
leave the program after a shorter perjod of residence. Others mav profit from
additional special services such as drivers' training, a formal vocational
evaluation, or time in a practice living situation which mav require more time.

During an individual's first week in the project, he or she will be introduced to
the various program activities and to the project techniques of self-assessment

and goal-setting. The participant will develon an individualized program nlan
with project staff members which will be ﬁbrmulatcd in -a contract specifying what
is expected of each party. T idualized-—and.
flaxibte. Tach participant w1ll be a351nned a buddy from bhe outset. The buddy
relationship will serve as a focus for work on social interaction and interpersonal
relations throughout a person's stay in the project.

The program of services is summarized below.

social skills group 3 hours per week
’fbo sessions of 1's hours per week“@%nducted by a social worker to
deal with social relationships anlde and outside the project, with

family relationships, feelings about self and the future, and other
areas as appropriate,

weekly seminar on educational and vocational opportunities 4 hours per week

Qeminar\ﬁakbe conducted bv a vocational counselor to include group dis-
cussions and numerous field trips to colleges, vocational trainmne nro-
grams, and employment locations; active handicapped persons in the
communltyuﬁﬁ be involved as resource persons.

weekly seminar on living arrangements 4 hours per week

Seminar w{ be conducted by core project staff to include groun discussions
and numerous field trips to nursing homes, residential projects, a collepe
dormitory, and individual living arrangements; active handicapped persons

in the communltV'unﬂ‘be invo}lved as resource personq,

weekly buddy counseling 1 hour per week
WAk
Fndividual and joint counseling bv project social worker, Focuses on buddy

relationship as a means of developing an understanding of other persons
and skill in interpersonal interattion,

field trips

Field trips into the community will be included in many program activities
(visits to vocational training sites, residential nrojects; etc.) . In
addition, other trips to shopping areas, recreational activities, and
estaurants, atc. will be regularly scheduled by the transportation direc-
tor with participants to be involved in trip planning. After cach trip,
participants will complete a form concerning their social interaction on
the trip and a form on mobilitv problems they encountered. These
experiences will later be discussed in proup sessions.




{

weekly mobility assessment group ! 1’5 hours per week
o
A weekly meeting, conducted by core staff members to examine mobility
problems encountered bv participants on various field trins and to
consider wavs of dealing with these vablems.

wveelly sex and coffee group 1's hours per week

A : .
A wekkly gwbup,conducted by the project social worker to examine attitudes
and feeling about sexuality, role expectations, and dating.

weekly consultations with RN, PT, OT 1% hours weekly

These professional staff members will bhe available one mornine a week
to serve as consultatts to project participants in assessing their needs
and devising proarams to meet these needs; to include long-term nlanning
as well as dealing with immediate problems.

training modules-cycle T 4'; hours per week

2h0rt~term_traininq programs in self-care and meeting medical needs
(two weeks), functional skills (three weeks), and homemaline slkills
(three weeks) W% e conducted by an RN, PT, and OT respectively. These
modules will meet three mornings a week (1'% hours per session) for

the desipgnated number of weeks. They will be scheduled one at a time in
an eight-week cycle.

training modules-cycle T1I 4'; hours per week

Qhort-term training modules %&Abc conducted by core project staff with
substantial involvement of active handicapped persons in the community.
Modules will include attendant management (two weeks), financial manage-
ment (two weeks), mobility and transportation (two weeks), consumer
affairs (one week), and leisure activities (one week). Groups will meet
three afternoons a week (15 hours per session) for designated number

of weeks. Modules will be scheduled one at a time in an eicht-week cycle.

group for significant others 1’5 hours per week
UA

Afgroup to be conducted one evening per week as needed for familv
members, spouses, close friends, or counselors of project narticinants.
The group will consider the transitional experience of the project nar-—
ticipant, examine the S0's feelings about these changes, and help the SO
in being a supportive influence after the participant has left the
transitional project.
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weekly evaluation and assessment session 3 hours per week

Each Friday morning project participants are expected to take part in
an evaluation scssion. These sessions will fulfill two purposes. One
is to measure the individual's status in various program areas as an
aid to self-assessment. This information will be used by the partici-
pant in formulating plans for the coming weklt, The second purpose is
to provide information to the staff about the effectiveness of various
program elements. Since this is an R&D effort, the transitianal
programming will be continually developed and refined to make it more
responsive to &f§ée@sed needs.

A tentative weekly schedule is given below.
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AGREEMENT TO PARTICIPATE

e , agree to participate in

a study of the behavior of spinal cord injured people.
| understand that periodically | will be asked to complete an activity check list

and that my participation in this project will begin during my hospitalization at TIRR.

| have been informed that any information obtained in this study will be coded
so as to protect my privacy and confidenficlif%hat it will not be entered in my patient
records at the hospital, and that it will not be released to hospital personnel without
my approval until after | have completed the study.

Under these conditions, | agree that the information may be used in any way
thought best for publication or for feedback to hospital personnel.

I understand that there is no personal risk or discomfort involved and that | am

- free te withdraw my consent and discontinue participation in the study at any time.

Date: Signed:

Date: | Witnessed by:

“Date: . _ Witnessed by:




TRANSITIONAL LIVING: A MODEL FOR THE 17

. SEVERELY PHYSICALLY HANDICAPPED

NARRATIVE DESCRIPTION OF PROPOSAL

A. INTRODUCTION

+ 19 Objective

Recent developments in rehabilitation have placed an increased em-
phasis on creating opportunities for special housing, education,

and employment for severely physically handicapped persons. The i
Rehabilitation Act of 1973 recognizes the special and unique needs \
of the severely disabled. The provision of opportunities offered \
by the Act has permitted some individuals who were formerly isola- |
ted in institutions such as nursing homes or in dependent home situa- [
tions to begin lives of independence and productivity. These efforts,
though important, have been slow to evolve, they lack comprehensive- |4
ness, and too few persons have been offered maximum options and
opportunities. There are countless other individuals who find it
overwhelmningly difficult to assume the responsibilities that these

new opportunities afford. Many of these persons have the basic un-
tapped capabilities necessary to become independent andé develop a
lifestyle of personal satisfaction and productivity. However, due

to a fragmented approach of limited scope and the absence of a model

of transition, many severely physically handicapped persons cannot

bridge the gap between a protected institutional existence or an

isolated and confining home situation to the management and assump-

tion of an independent life style.

Present national programming does not offer any evidence of a pro-
totype that prepares the severely physically handicapped to move
from a dependent setting into an independent setting. Structured
programs which place an emphasis on offering maximum opportunities
at cost-effective levels are essentially non-existent. In existing
programs, emphasis is not placed on allowing the severely physically
handicapped person to assume the multiple stresses of independent
living and employment in a gradual manner.

The focus of this project is to develop and evaluate the effective-
ness of a transitional model which is designed to foster the inte-
gration of severely physically handicapped individuals into their
comnunities. Goals of integration may include the establishment of
independent living, involvement in educational and vocational oppor-
tunities, active social participation in the mainstream of society,
the enhancement of personal skills important in daily problem sol-
ving, and the stabilization of goals and objectives required to main-
tain a satisfying quality of life.
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Justification

The lack of transitional programming is an important gap in services
that results in several acute problems to the field of rehabilitation.

Prolongation of Institutionalization:

There continues to be concern over the inappropriate utilization of
bed space in the limited number of rehabilitation facilities that
exist.in the country. For the most part, poor utilization has been
forced upon the facility since a good discharge plan that meets the
patient's medical, psycho-social, vocational, mobility, and home care
needs often cannot be developed when the earliest point of discharge
has arrived. On analyzing the amount of time spent in developing
workable discharge plans, particularly for persons with limited
economic and personal resources, the results would be surprisingly
costly. Frequently only the semblance of a good plan can be de-
veloped. Additionally, because of limited rehabilitation bed space,
inappropriate utilization deprives other patients of the opportuni-
ties to receive rehabilitation services at an early and timely date.
This dilemma can be solved, but the solution depends upon establish-
ing a transitional experience which creates a less costly bridge be-
tween hospitalization and the return to the community environment.
Such a bridge would free bed space, strengthen the cost effective-
ness of rehabilitation, and offer a more economically planned means
of testing adaptive capabilities and coping skills of the severely
physically handicapped individual.

Cyciic Re-Admissions:

Experience has shown that persons with severe disability are usually
required to assume the responsibilities for medical, social, and
economic necessities simultaneously. The complexity of these demands
can frequently lead to deterioration of their physical well-being.
The severely physically handicapped individual is prone to a variety
of medical problems--skin breakdown, urological complications, muscle
atrophy, and the physiological results of inactivity. Furthermore,
when the severely physically handicapped person is reintegrated into
the family, many pressures outside of those required to meet the
prescribed medical treatment can become paramount concerns to the
family. Therefore, even though medical needs should be given a higher
priority by the family they often become secondary. Consequently
medical complications develop and re-admission to a hospital is im-
perative. This sets up a vicious cycle.

It has also been documented that in many family situations, the re-
integration of the severely physically handicapped individual into
the home must be a carefully planned process with maximum emphasis
upon education and communication. Once again, a transitional ex-
perience is needed for many persons and their families to establish
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the necessary physical care, mobility, and emotional supports. A
program of preparation that ‘extends beyond the formal institution
is the goal of a transitional experience. This experience would
have a significant impact on the problems of medical recidivism.

Physical and Psycho-Social Isolation:

It is clear that a severely physically handicapped person must
totally reorient and reestablish his life pattern after disability.
Even with maximum personal capabilities, the process is difficult
and includes many obstacles. The exceptional person is usually
successful in negotiating a new life style, but the more typical
person easily becomes isolated and confined to a closed environ-
ment by his disability. The potential for productivity and per-
sonal happiness, if such persons were given opportunities, remains
unexploited. Our system of rehabilitation services should be able
to offer persons an environment where they can extend their basic
abilities, build upon new learning experiences, and establish rea-
sonable goals that are supported by carefully segmented planning
and individual learning. When an individual possesses potentials
for self-direction and vocational productivity, appropriate assis-
tance is crucial in order to avoid stifling his capabilities and
motivation.

2. Background A™N\

Three years of experience in a previous R&D residential project ,
(SRS R&D 13-P-55487/6-01) have provided valuable background infor- l
mation to project personnel on the process of reintegration of \
severely physically handicapped persons into the community. Forty ‘
severely disabled young adults In:igétngitha/lé;p:eseat‘rGSLEgnté \

have lived in the Cooperative L1v1ng project since it opened in \ | |
January of 1972. This project provided a first independent living \ |
experience for all residents, and for many it offered their first |
opportunity to begin involvement in education, vocational training,
or employment. Twenty-three of the twenty-six persons who have
moved away from Cooperative Living have gone on to more independent
living situations in apartment clusters or in various individual ,
arrangements. Ten persons have secured full-time employment, and ~
many others have worked part-time. Four persons have married, and ~
three have plans to marry.

Almost all of the Cooperative Living residents made important gains
in independence during their stay in the project. The program re-
moved many constraints that existed in residents' former living en-
vironments, but contained no elements of structured transitional
programming. Gains in independence thus occurred largely as a re-
sult of residents' own individual efforts over a relatively long
period of time. (As of the end of 1974, mean length of stay in

the project was 19 months}) The proposed project will build upon
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the valuable background experience of the Cooperative Living project, |/ l
explicitly incorporating into a planned and structured transitional |’ |
program many of the features fostering independence that operated ‘
_implicitly in the earlier program. | This structured transition will ||
offer a number of advantages: (a) the acquisition of 1mportant skills
can be made in much less time (an expected mean of %Zimonths in con-
trast to 19 months), (b) the new program will be able to serve a
number of persons with marginal potential for independence who
would have been unable to benefit from the earlier program that
demanded greater personal resources, (c) the new program will pro-
vide m re information and experience than residents of Cooperative
Living gained in spite of their longer stay in the project because
of important added project resources, (d) the proposed project will
permit the development and careful comparative evaluation of alter-

‘,native transitional learning experiences. ‘In essence, detailed

studies can be made of controlled and directed transitional processes |
that in the Cooperative Living project were left largely to chance.

EBSEEWIit~have 1mpﬁr%ant—imp;*ea%;ons~£e£—rep}teabi&a£y

Results of the research on residents of Cooperative Living have been
reported in two summary progress reports, and a final grant report

is currently in preparation. (This project will end in May of 1975.)
In addition to extensive information on residents of Cooperative
Living, comparative information has also been gathered on severely
physically handicapped young adults living in a dormitory at the
University of Houston, in a number of nursing homes, and in three
apartment clusters offering shared supportive services. Two of these
apartment clusters developed as outgrowths of the Cooperative Living
project.

Data on active handicapped persons in Houston is also supplemented

by information on residential projects in other parts of the country.
As examples of published reports dealing with housing, see Armstrong,
1965; Bartels, 1970; Brattgard, 1972; Fay, 1973; Fenton, 1972; Fishman,
1971; Laurie, 1973; Lillick, 1969; Miller and Gwynne, 1972; Pastalan,
1969; Remmes, 1972; Stock and Cole, 1975. Personnel of the proposed
project have had personal contact with representatives of the Center
for Independent Living at Berkeley, the Creative L1v1ng project in
Columbus, Ohio, and the Center for Independent Living in Boston.

Experience in the area of independent housing has provided a valuable
.awareness of many factors that are important for attaining indepen-
dence. The experience of personnel from the vocational unit at TIRR
has likewise provided valuable insight into the techniques and skills
required to support successful educational and vocational involvement
(Poor, 1975). A sizeable body of literature exists on factors that
contribute to vocational success; see for example Gelfand, 1960; McPhee
and Magleby, 1960; Sheltzer, 1959.

Important information on the process of community integration will be
gained in a study currently being conducted by the proposed Project
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Director and Research Director. This research focuses on critical
incidents experienced by catastrophically disabled persons from the
time of injury through their reintegration into the community. Exam-
ples of such incidents are one's first meal in public or first time
to have a bowel or bladder accident away from home. The research is
intended to indicate the time frame in which such incidents typically
occur and the importance attached to them by respondents.. Prelimi-
nary interviews based on a checklist of 80 incidents have provided
valuable information about the procéss of adapting to-a new social
role and about reintegration into the family unit, a network of
friends, an employment or educational context, and into the larger
society. A copy of the checklist of critical incidents can be found
. in the appendix. Results of this study will have direct impact on
the content of the proposed transitional project.

In addition to its usefulness in providing background information
about the process of becoming independent, the three years of ex-
perience in the Cooperative Living project will be of further benefit
to the proposed transitional program. In the former project a sys-
tem for providing attendant assistance, meals, and transportation on
a shared basis was devised, alternative managerial structures were
tested, operating costs were monitored over time, and arrangements
for coordinating multi-agency sources of financial support were de-
veloped. Comparative information on similar areas is also available
. from two residential projects in ‘apartmentclusters that developed

as outgrowths of the Cooperative Living project. Having this back-
ground experience will permit project personnel to establish a finan-
cially sound residential program with supportive services for the
proposed transitional project with a minimum of planning and effort.
This will free valuable time and energy for concentration on the .
main tasks at hand, the development and evaluation of transitional
programming. ' :

Because transitional programming is a new area of emphasis in re-
habilitation, there is very little background material that directly
pertains to the task of devising transitional learning experiences
for the physically handicapped. In some respects the proposed project
is similar to those halfway houses- that provide training to bridge
the gap between some form of institutionalization and full integra-
tion into the community (Rausch and Rausch, 1968). Some patterns

of operation from halfway houses of this type may be relevant to the
proposed project such as the program of trial work experiences used
by a Houston halfway house for juvenile offenders (Alaya, 1975). It
is important to recognize, however, that the proposed transitional
project differs in several important respects from halfway houses.
Tt is directed toward the overall development of persons who often
have far more comprehensive sets of needs than are found among most
halfway house residents. This project will be geared toward active
participant responsibility for setting goals and scheduling learning
programs, and it will be strongly oriented toward individually-
directed growth. . :
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In seeking a model for transitional learning expefiences in the
proposed project, another pattern seems to be more useful than that
of the halfway house. This is the role-learning system used for in-
tegrating persons into professional occupational statuses such as
those of doctor, architect, or certified public accountant in our
society. The role-learning model is based on a transitional sequence
beginning with formal learning and passing through a period of in-
ternship to full certification of competance. Basic elements of
this pattern are (a) formal training, (b) modeling by’ persons who
have already attained the desired status, (c) guided practice in
actual work situations, and (d) independent assumption of a role.
Discussion of how this pattern of role-learning can be adapted for
transitional programming is found in Section C on Methods.

3. Rationale

The proposed project is based on several underlying premises. Per-
haps the most basic is that transitional programming must be flexible
enough to respect and value the individuality of participants. Per-
sons will have the responsibility of setting their own immediate and
long-term goals and of selecting program areas they wish to pursue.
Work in some fundamental program areas such as financial management,
social ,skills, and educational and vocational opportunities will be
expected of everyone who participates in the program. But beyond
this the individual can plan his own transitional program, choosing
from a range of optional modules such as family groups, leisure time,
homemaking skills, or consumer affairs. It will also be possible
for participants to develop their own training modules with staff
support.

A related premise is that the transitional program should be geared
to prepare persons for a wide diversity of long-term outcomes. In
the area of housing, participants may decide to enter a nursing home,
a family home, one of the three apartment clusters with shared ser-
vices available in Houston, or an individual apartment or house. The
program should also be geared for a wide range of educational, voca-
tional training, and employment options and a diversity of oppor-
tunities for socialization. Houston is a particularly appropriate
context for a program that urges participants to consider a diversity
of options, for it has a wide range of opportunities to offer.

Another basic premise is that the transitional program should be
structured to enable participants to deal with stresses gradually in

a manageable sequence. It can provide an atmosphere where mistakes

or problems in dealing with new responsibilities are not disastrous
failures but rather can become important elements in an adaptive pro-
cess. This pattern of gradually assuming responsibility can segment
stresses so that the individual does not have to succeed at everything
simultaneously.
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The great potential importance of peer modeling is another premise
of the project which is based to a large extent on the observed im-
pact of modeling in the Cooperative Living project. By watching
other persons, individuals can learn techniques for performing
physical tasks, ways of managing various kinds of social interaction,
. ways to overcome mobility problems, or means of dealing with crisis
situations. Modeling is also important as a source of motivation.
The transitional project will utilize this tool in many ways with
persons both inside and outside the project serving as models.

An additional premise is that an individual's functional status and
consequent need for physical assistance can vary immensely in different
environments. The analysis and upgrading of physical capabilities
within a particular environmental context will be emphasized as an
important skill to be learned in the program. The goal will be to
prompt individuals to rearrange and alter their own environments in
ways that will permit the greatest possible use of remaining physi-

cal capabilities.

A final basic premise is that teaching adaptability should be a
fundamental goal of the transitional program. In working toward
integration into the community it will be easy for project parti-
cipants to focus too narrowly on the particular set of residential,
_educational, and vocational opportunities available in Houston. It
is important to recognize that a greater degree of independence is
possible when the individual learns to seek out and identify oppor-
tunities in any community and to deal with unanticipated problems’
and set backs that he will encounter in any context. '

B. SPECIFIC AIMS

. Specific aims of the first grant period are

(1) to define a unique system of services required to meet the
basic needs (physical, psycho-social, vocational, medical)
of severely physically handicapped persons engaging in a
transitional experience

(2) to refine criteria for selection of persons entering a
transitional program .

(3) to develop basic transitional program content inciuding
on-going assessment and consultation and basic training
modules - -



(5)- to develop research design and pre-test reseafch methodo-
logy A '

(6) to develop a practice apartment‘that will allow individuals
to gain experience in independent living in a protected en-
vironment

(7) -to place new emphasis on establishing funtional training
programs that prepare the individual to upgrade his func-
tional abilities in non-institutional environments

-Additional aims to be approached in later grant periods are included

in the following Gantt chart.




PROPOSED SCHEDULE OF PROJECT ACTIVITIES

TASKS

'l. select prbject
staff, plan roles
2. .develop & refine
residential system
and transportation
3. develop & pfe—test
. research methodology
4. develop basic
program content
5. define admission
criteria and select
first participants
6. daté collection on
operation of project
7. longitudinal data
: collection on parti-
cipants
8. develop relationships
with community resources
9. initiate practice apartment
10. begin follow-up studies
11. diversify pérticipant
population
12. " diversity program
content ‘
- 13. project reporting
14. develop modules for

replication

‘TIME IN YEARS
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C. METHODS OR PROCEDURES - L. 1

The proposed live-in project will provide a program ot transitional
training and experience for 10 to 12 persons at a time with the pro-
gram to last an estimated months for each participant. Some per-
sons may feel they are prepared to move on in less time, and others
may stay @& long{#s—6-months if circumstances warrant. /ﬁs individuals
enter the program they will form late agreements with project per-
sonnel‘whlch specify their 1nd1vuéual ob]ectlves and identify the
program as-a means of acquiring skills for moving on at the end of
the transitional peried to a longer-term living situation. This
residence may be one of the three apartment clusters with shared
supportive services available in Houston, or it may be an individual
support arrangement. Setting goals, formulating contracts, and the
assessment of progress will be important individual responsibilities
throughout a person's stay in the program. Project personnel will
serve as consultants in these areas.

Participants:
!”
'Participants in the transitional program will include severely physi- |
cally handicapped persons completing rehabilitation programs at the

| Texas Institute for Rehabilitation and Research as well as handicapped /
individuals living in nursing homes or family homes where integration
| into the mainstream of society has been hindered. All participants

f must be medically stable and must meet the criteria defining persons

{ as individuals with most severe handicaps (IMSH). The Institute and

| the Texas Rehabilitation Commission will be important sources of re- |
I ferrals. Inltlally the participants will be single persons with /
i spinal cord injuries who are between the ages of 16 and 35, though \¥

£

the population will be systematically diversified as the project pro-
gresses. / “There are several advantages in beginning with & homogeneous
grouﬁﬁﬁf single young adults. The dormitory-style facility where

the project will be initiated is most appropriate for such persons.

In addition, key project personnel are most familiar with the charac-
teristics of this group and are therefore better prepared to plan a
core transitional program to meet their needs. This core programming
will later be expanded and diversified to meet the needs of additional
types of participants. Finally, beginning program development with
clearly focused goals will permit better organization than a frag-
mented effort to meet the transitional needs of all disabled persons.

Beginning with the second project year, the populaticn can be expanded
to include middle-aged individuals who have pre-disability family re-
lationships and previous vocational experience. In time the population
will also include other disability groups such as persons with con-
genital or progressive handicapping condltlons_Z

It is expected that a total of approx1mately lsﬁ?persons will particid
Lpate in the transitional program during —years of operationd A~

similar number of other persons will be ‘invqlved in comparative research.
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Transitional Programming:

Elements of the transitional program will include

(1)

(2)

(3)

(4)
(5)
(6)

(7)

(8)

Each of

(1)

a basic residential support system that provides room, meals,
attendant service, and transportation to participants

a series of short-term training modules of one to two weeks'
duration in areas such as attendant management, financial
management, consumer affairs, social skills, family inter-
action, functional skills, educational opportunities, voca-

tional opportunities, housing arrangements, homemaking skills,

self-care and medical management, and sexual experiences with
other areas to be identified and developed during the course
of the project ‘

a program of on-going assessment and consultatlon with the
project social worker, nurse, physical-occupational therapist,
and vocational counselor in such areas as adjustment to dis-
ability, short-term and long-term goals and plans, phy51cal
capabllltles, and medical status

structured contacts with selected severely handicapped per-
sons living and working in the. community who will guide indi-
vidual's participation in various community activities and
will serve as models of successful reintegration into- society

field trips and recreational act1v1t1es in the communlty to
provide a variety of soc1allzatlon and mobility experlences

11v1ng experience in a practice apartment where the indivi-
dual can try out his acquired skills and identify areas for
future work while back-up security is avallable

follow-up consultatlon after the participant has left the
project and moved to a new 11Vlng situation

supportive and complementary learning techniques to be used
on a trial basis in an effort to continually refine and im-
prove the program

these elements is discussed below.

Residential.Support System

Proven techniques for providing basic residential services have been
developed and refined in the previous three year R&D residential pro-

ject.

The transitional project will be housed initially in the Maxi-

mum Independence Unit (MIU) of the Texas Institute for Rehabilitation
~and Research, a modern dormitory-style building where the earlier
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Cooperative Living project was housed. It is-expgcted that at the

end of the first year the program will be moved to an apartment
setting. The Houston Housing Authority has provided rent assistance
to residents of the Cooperative Living project for three years, and
agency personnel have agreed to provide whatever assistance is
possible in the transitional project as well. A letter to this effect
is included in the appendix. :

Basic supportive services will be provided on a shared basis and will
jinclude meals, non-professional attendant assistance 24 hours a day,
and transportation. Because a reliable system of supportive services
and management has already been developed, project personnel will be
"able to concentrate their efforts more intensively on transitional
programming. ‘ .

(2) Training Modules

" A series of short-term training modules will be developed to provide
information and experience in areas important for independent living,
educational and vocational involvement, and social participation. An
important goal- in developing the training modules will be to construct
them as self-contained units that can be disseminated and used indi-
vidually or in various combinations for other disability groups in
various learning settings. These units might take the form of written
text materials, slidés, tapes, or videotapes, and an instructor's
.manual suggesting supplementary activities such as group sessions or
field trips that have been tested and proven useful in the transi-
tional program. The evaluation and refinement of training modules
will be an important aspect of the research design. '

'Initial modules wiil be developed in the following areas.

attendant management how to hire an attendant, how to explain
needs, how to manage the intensive social
interaction that is often involved in an
employer-attendant relationship, authority
and diplomacy ' :

financial management eligibility for sources of income, nego-
tiations with support agencies, budgeting,
credit buying, insurance, contracts

consumer affairs issues of public concern affecting the
: handicapped such as sources of financial
assistance, availability of accessible
housing, public transportation, archi-
tectural barriers, health insurance, pub-
lic education

mobility o accessible vehicles, lifts, driving
' controls, drivers' training, use of
public transportation



‘educational.
opportunities

vocational -
opportunities

homemaking skills .

self-care and -
meeting medical
needs o

housing arrangements

_ social skills

leisure time
- functional skills

family interaction

sexual experience
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types of vocational training avail-
able, accessible colleges and univer-
sities, applications and interviews,
planning an educational program

range of employment available to per-
sons with various disabilities, train-
ing available, job-seeking skills, appli-
cations and. interviews .

adapti§e techhiques of housekeeping,
shopping, meal preparation; meal planning,
budgeting : -

self-directed care, resources in the
community, routine medical maintenance,
emergency care plans, sources of finan-
cial sponsorship, medications

accessible residential structures, archi-
tectural modifications, alternative ways

.of providing supportive services such as

attendant assistance, meals, and trans-
portation, financial assistance avail-
able '

participation in one interest group in

the community, home entertaining, visiting
friends, clothes shopping, hair appoint-
ments, dental appointments, dining out,
requesting assistance with physical needs

spectator activities (plays, concerts,
sports events), participant activities
(hunting, swimming, fishing), hobbies,
camping, travel '

borrowing and inventing new techniques,
devising your own assistive tools, re-
arranging the environment to improve
capabilities

role expectations, changing relation-
ships, attitudes toward transitional
program and increased independence

sexuality in the disabled, dating, role
expectations ~
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’

Additional modules will be devxsed as their need becomes apparent.
Individual participants may also request to develop their own modules
in areas of particular interest.

|
Each module will be planned to last one or two weeks. All parti-
‘cipants will be expected to take part in the modules on financial
management, self-care management, social skills, and educational or
vocational opportunities. Other modules are optional and may be
selected and scheduled by participants in conjunction with their on-
going assessment goals. Each module will include presentation of
some didactic material, group discussions, guided field trips into
the community, and where possible an independent practice trip in
the community to be made by the individual partlclpant alone.

Modules will be developed by core staff members with reliance on
community resource persons such as personnel from the ‘University of
Houston or the University Without Walls, staff members of the voca-
tional unit at the Texas Institute for Rehabilitation and Research,
representatives of state and federal agencies, and disabled persons
who live in the community. In some cases, major portions of a module

"may be provided by outside resources such as the three-day sexuality
workshop regularly sponsored by the Institute, the drivers' education
program provided by the vocational unit, or educational programs
developed by the University Without Walls.

(3) Oh—Going Assessment and Consultation

Before persons enter the project, they will do an initial assessment
with the project social worker to review the individual's prior back-

. ground and assess his current needs and goals. Aspects of the transi-
tional program will be discussed and mutual expectations will be clari-
fied. The participant will be introduced to the responsibility of
maintaining his own on-going assessment record as a means of setting
goals, planning activities to meet these goals 1ncludlng training
modules and various types of consultation, and assessing his progress
in various areas. The formulation of contracts will be an important
tool for participants to use in setting goals and -directing their
efforts.

Consultation with the project social worker, nurse, occupational-
physical therapist, and vocational counselor will be regularly avail-
able. Participants will be expected to take the initiative in re-
questing help from consultants in meetlng goals they have set. Con-
sulting personnel w1ll also be involved in the development of training
modules.
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(4). Contécts.with Handicapped Persons in the Community

Structured contacts with active and independent severely handicapped
persons in the community will be a major aspect of  the transitional
program. Three years of experience in the Cooperative Living project
have demonstrated clearly that peer modeling is an important factor
in motivating handicapped individuals to initiate new activities

and in teaching them practical know-how for reaching new goals. Par-
ticularly capable individuals who have moved into various independent
living arrangements, who have initiated schooling, job training, part-
time or full-time employment, and who are active in social and con-
sumer affairs will be paid to let participants visit them at home

and to serve as guides in taking participants on field trips. This
will allow participants to observe the ways in which successful handi-
capped persons deal with everyday problems of mobility, meeting their
physical needs, and managing social interaction in a varlety of en-
vironments. : :

(5) Field'Tfips and Recreational Activities

Field trips will be a part of most training modules, and these will
often be - guided by handicapped persons who have been asked to serve
as models in the transitional program. Specific trip plans will de-
pend on the interests of participants. Visits will be made to agency
offices, banks, university campuses, vocational training programs,
.employment locations, governmental hearings, and a variety of other
" locations. 1In addition, the project van will be available to take
persons to numerous recreational activities such as ballgames, con-
certs, movies, shopping, eating out, or trips to the beach. A major
purpose of these trips will be to provide opportunities for persons
to socialize in a wide variety of situations and to have them nego-
tiate a wide range of obstacles to mobility.

(6) Individual Practice Activities

Individual rehearsal of new capabilities will be ancother basic ele-
ment of the transitional program. This will occur at several levels.
It can begin with role-playing situations within the project such as
hiring an attendant or negotiating with a support agency. In addition,
many training modules will include practice in the community as an
important element.

During the course of the transitional program, participants will leave
the project residence for a trial living period in another environ-
ment or environments. One such setting will be a practice apartment
to be maintained by the project (see Section E on Facilities). =Each
person will live in the apartment for a period of perhaps two weeks.
‘He will be responsible for making arrangements for attendant care,
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housekeeping, shopping, transportation, and for meeting his other
needs. During this pericd he will be encouraged to remain inde-
pendent of project support, but ‘her will have the assurance that
advice and assistance are available if needed.

Experience in the practice apartment may also be supplemented by
other rehearsed living situations. For example, one handicapped
person living in a house with a private attendant has expressed
w1111ngness to exchange residences for a day or two with partici-
pants in the transitional program. Practice living situations will
enable participants to test their skills and identify areas that need
additional work. They can also identify potential problems that may
occur when they leave the program and explore solutions to these
problems while assistance is available if needed.

In many cases, active involvement in educational or vocational activi-
ties will also be initiated during the participant's stay in the
transitional program. As with housing, this involvement in the
community will also have the advantages of a practice or rehearsal
since advice and assistance from project personnel will be available
if needed. There are many educational and vocational resources avail-
able in the community which individuals can utilize. One of these is
the University Without Walls which emphasizes individualized educa-
.tional programs and involvement in vocational internships to supple-
ment academic learning. The University of Houston has a two-year
college which is whee€lchair accessible located in downtown Houston,
and ‘its main campus has an active program offering special assistance
to handicapped students. In the area of vocational involvement, the
vocational unit of the Texas Institute for Rehabilitation and Research
has operational training programs in microfilming, information pro-
cessing, and various benchwork skills and offers formal vocational
evaluation, counseling, and work adjustment training. In addition,

it maintains contact with a number of handicapped persons who have
been placed in various types of employment in the community. The
transitional project has been discussed with representatlves of these
resource organizations; and they have expressed willingness to co-
operate with the progect (see appendix).

The transitional project itself will not be responsible for securing
long-term educational involvement or vocational placement for its
participants. These sexrvices are available through other organiza-
tions. However, it will be the function of project personnel to de-
velop working relationships with resource organizations, to assist
participants in setting educational and vocational goals, and to assist
them in learning to interact and negotiate with appropriate agencies.




AN

(7) Follow-Up Consultation

Advice and assistance will be provided by members of the project
staff to former participants after they have moved from the pro-
ject into new living situations. An early follow-up assessment will
be made as a part of the research activities of the project, and at
that time consultation can be made available if requested. This con-
sultation will assist persons in making the transitiorn from the pro-
ject itself, which may have become a comfortable and secure environ-
ment, into a living situation in the community. An important em-
phasis in this consultation will be to prompt individuals to deal
_with problems themselves using techniques and experience they have
gained in the transitional program. Lo T -

(8) Supportive and Complementary Techniques

During the course of the transitional program, various additional

" learning techniques will be instituted on a trial basis. Their
effectiveness will be carefully monitored and those that are useful
will be adopted as standard elements of the program. Possible tech-
niques to be used in this manner include.a buddy system, a token
economy linked to the attendant service system to encourage physical
independence, manipulation of the physical environment, and the pro-
vision of feedback information from the research to participants as

“part of their on~going self-assessment. Continuing innovation and
evaluation will be important elements of the program.

Research ObjectiVes and Methods:

Four basic types of research will be conducted On'the project.

(1) An.analysis and description of the program as a whole will be
made from a general anthropological perspective. Areas of emphasis
will include the evolution of the project, the role it plays in re-
lationship to other facilities and agencies in the community, its
operation as a social system, and its functioning as an agent of change.
Studies of cost—effectiveness will also be made. Data for these pur-
poses will include staff diaries, interviews (with staff members, par-
ticipants, and other persons in the community), observation in the
project, and various kinds of cperating data such as financial records.
This information will be useful in facilitating replication of the
project and in tracing its development over time. '

A log will be kept to chronicle each person's participation in the
project. This record will include the goals set by the individual
at various times, his project activities, and his evaluations of
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learning experiences. This information will be useful in conjunc-
tion with longitudinal measures (section 2) to document the effgcts
of the program on individual participants. Its major purpose.w1}l'
be to provide an on-going assessment of the needs and goal.pylorltles
of participants, a record of how project activities are ut%llzeq,

and participant evaluation of the effectiveness of the project in
meeting defined needs. This information will be useful to staff
members in altering program content to serve a diverse range of par-
ticipants. ~

(2) The effects of the transitional program on participants will

be documented using a longitudinal research design. Measures of
various aspects of a person' 1lifestyle will be made before parti-
cipants enter the project, periodically during their stay, and after
they move on to other living environments. Information will be
gathered in areas such as medical status, functional status, amount
of physical assistance used, housing arrangements, ways of providing
supportive services, family relationships, sources of income, ex-
penditures and cost of living, mobility range, social network,
leisure activities, educational status, vocational status, and resi-
dent attitudes. Various methods of data collection will be used in-
cluding interviews conducted by staff members, checklists to be com-
pleted by participants, diaries, and standardized measures of atti-
tudes. During an individual's stay in the project, these measures
will be made at short intervals to detect and monitor subtle.changes
in behavior and attitudes and to track these changes as precisely as
possible.

(3) The effectiveness of the self-contained trzining modules will

be measured using tests given to persons before and after their par-
ticipation in each module. This information will be used in evalua- -
ting and refining the modules and in preparing them for dissemina-

tion. It will also contribute to an assessment of the effects of the
program as a whole.

(4) Various types of comparative studies will be made contrasting
the experience of former Institute patients who participate in the
transitional program with that of patients who return directly to
family homes, nursing homes, or other living arrangements. These
studies will not be a part of the continual data collection in the
project but will be conducted from time to time as separate inves-
tigations in various subject areas. Current comparative studies that
may include samples of the population in the transitional project are
a study of critical incidents from onset of disability through community
integration (see appendix) and a quality-of-life study to measure
satisfaction with lifestyle. Other similar studies will be initiated
throughout the course of the transitional program. Such comparative

research will help to identify and document the effects of the tran-
sitional experience.
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The mgjqr research gogl will be to assesé the effects of a model of
tran51t19nal programming. In addition, research data will also be
used during the course of the project in the following ways:

(a) to assist individual participants in making assessments of
their own progress

(b) to assist staff members in identifying the diverse needs
and responses of various types of handicapped persons

(c) to aid the staff in evaluating and improving the transi-
tional program in general

(d) to assist the staff in refining and packaging training modules
for replication s

(e) to document the development and operation of the project to
facilitate replication

(f) to assess the cost-effectiveness of the project

D. SIGNIFICANCE

Many of the functional skills and the psychological and social coping
abilities that serve well within a rehabilitation hospital are in-
adequate resources as severely physically handicapped persons leave
this specialized protected environment and return to the larger society.
Some persons manage to bridge this gap successfully between the in-
stitutional environment and the community, but these are usually per-
sons with exceptional capabilities and resources. Current rehabili-
tation programs are lacking in methods and in defined approaches that
will assist persons in making this transition. This gap in services
has far-reaching consequences for the entire field of rehabilitation.
For most handicapped persons, the demands of independent living and

of educational or vocational productivity are more than can be managed
simultaneously. Consequently many potentially productive persons never
have a chance to become independent and they either retreat or are
pushed into isolated environments. Oof those who do try to achieve

an active and productive lifestyle, many are unable to meet the de-
mands that it requires.

The proposed project will develop and evaluate transitional pro-
gramming designed to bridge this serious gap in rehabilitation
services. Community integration can become a feasible goal for

many persons if they are taught and allowed to practice the skills
needed in the real world and if they are allowed to deal with stresses
and assume responsibilities in a segmented sequence. This project
serves as a prototype for a new rehabilitation method.
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E. FACILITIES AVAILABLE

The proposed transitional project will be initiated in the Maximum
Independence Unit of the Texas Institute for Rehabilitation and Re-
search, a modern dormitory-style building located four miles from
the medical center near downtown Houston.. (A section of this build-
ing was used to house the previous Cooperative Living residential
project. ) Fourteen dormitory-style rooms on a common hallway will
be used in this project. Each room has an accessible lavatory with
hardware designed for persons with limited use of their hands. Bath-
rooms with commodes are shared between pairs of rooms, and a large
roll-in shower room will be used by all residents. A buzzer and
system of call lights are linked to a staff room for attendants. A
dining room, recreation area, and atrium will be available to pro-
ject participants, and laundry facilities and meals are provided in

the building. Professional staff members will be provided office
space. :

As the first set of participants approaches completion of the transi-
tional program, an apartment in the vicinity of the medical center
will be rented by the project. Minor physical modifications will be
made (widened doorways and ramped changes in level), but the physical
facilities will be left largely as an individual would find them in
the community. This apartment will be used as a setting where par-
ticipants can rehearse an independent living .situation while the bkack-
up security of the project is still available.

A GMC step-van that was purchased by the Cooperatlve Living project
will be used in the transitional program for taking participants on
field trips and to a variety of activities in the community.

F. CHARACTERISTICS OF APPLICANT AND AFFILIATES

The Texas Institute for Rehabilitation and Research is a private, non-
profit rehabilitation hospital. It serves as the Department of Re-
habilitation of Baylor College of Medicine and is a_federally funded
Research and Training Center (RT-4). The Institute is host to a model
Regional Spinal Cord Injury Center and serves persons with a variety
of other physical handicaps as well.

The host Institute will provide support for the transitional project
in a number of ways. These include various administrative services
and the provision of meal service, housekeeping, and maintenance in
the MIU building where the project will be housed. Various special-
ized services of the Institute will be used by project participants
including clinics, the vocational unit, and the Sexual Attitude Re-
assessment Workshops. Part-time professional staff members can be
shared with other Institute programs. The hospital will serve as an
important source of program referrals and as a source of other patients
who will be asked to participate in comparative research.
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Cooperative arrangements with resource organizations in the community
‘will be important in the project. In this regard, Houston is a par-
- ticularly suitable location for a transitional project because of the
range of resources and opportunities available to persons who leave
the transitional experience. There are three adaptive housing pro-
grams in the community that offer shared supportive services in
apartment clusters. Various vocational training programs are avail-
able including those sponsored by the Institute:in microfilming,
benchwork, and information processing. Educational opportunities are
accessible at the main and downtown campuses of the University of
Houston. A cooperative educational arrangement has also been dis-
cussed with the University Without Walls, a member of the Union of

. Experimental Colleges and Universities. This organization has ini-
tiated efforts in the area of education for the physically handi-
capped. A letter is attached that expresses the interest of this
organization in cooperating with the transitional project. Coopera-—
tive arrangements can also be developed with various schools in the
community whereby students of social work, physical therapy, or
_nursing can gain useful experience by working in the project.

Governmental agencies at the local and state levels have ex-—
pressed interest in working with the transitional program to provide
federally mandated services to the severely handicapped. These in-
clude the Houston Housing Authority which has supported the Coopera-
tive Living project with a rent assistance program. The proposed
project has been discussed with representatives of the Texas Rehabi-
litation Commission, and this agency has expressed willingness to
refer clients on a statewide basis and to provide financial sponsor-
ship for eligible persons who can benefit from participation in the
program. . Letters from both of these agencies are attached in the
appendix. : :

G. SUPPORT bATA AND OTHER INFORMATION

References, letters of endorsement, and information on a study of
critical incidents ¢an beifound in the appendix.

H. DISSEMINATION OF RESULTS

The proposed project is intended to develop a model transitional
living program so that replicability will be a continuing concern.
The evolution of the project will be documented with this goal in
mind.. Specific training modules will be devised as self-contained
units using various audio-visual methods and other techniques that
can easily be used in a variety of learning contexts.
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Information on the program will be disseminated through regular
DHEW channels and will be a part of the numerous training activi-
ties conducted by RT-4. The Texas Rehabilitation Commission will
serve as an important source of dissemination at the state level
as it has in the earlier Cooperative Living project. Papers and
presentations including a possible exhibit similar to the Coopera-
tive Living exhibit (Cole and Stock, 1974) will also be used to
disseminate information on the importance of transitional program-
ming and on the project experience.
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Title Transitional Living::A Model fof>the Severely Physically Handicapped
Program Director Jean A. Cole, Ph.D.

Date 12/31/75
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The proposed project will provide a live-in transitional experience of six

to nine weeks' duration designed to foster the integration of severely phy-
sically disabled persons into the community. Goals of community integration
may include the establishment of independent living, involvement in educa-
tional and vocational opportunities, active social participation in the main-
stream of society, the enhancement of personal skills important in problem-
solving, and the stabilization of goals and objectives to maintain a satis-
fying quality of life. Transitional programming will include training in the
areas of independent living arrangements, educational and vocational oppor=
tunities, social skills, problem-solving, sexuality, meeting medical needs,
functional skills, homemaking skills, attendant management, financial manage-
ment, transportation and mobility, consumer affairs, and leisure adtivities.
Structured contacts with active handicapped persons in the community will be
a major program element to provide opportunities for modeling. Research will
be conducted on the evolution and operation of the program and on changes in
the lifestyles of participants. If financial resources permit, the transi-
tional programming materials will be packaged for use in other settings.

The initial project participants will be young spinal cord injured adults.

As the project progresses, the population will be systematically diversified

to include persons of different ages and backgrounds and persons with a variety
of disabilities including congential and progressive handicapping conditions.
Major sources of referrals will be TIRR and TRC. It is expected that persons
will profit most from the program after they have been out of the medical
phase of rehabilitation for several months.

Implementation Plans

Much work has been completed already for implementing the project. Core

staff members have been selected (Jean Cole, Barbara Holden, Lex Frieden),

the program structure has been planned, much of the program content is currently
being developed, a research desicgn has been deviscd, and financial negotiations
have been initiated with TRC and other potential sponsors. ‘The two major tasks
remaining are recruiting quticipants and staffing. Plans have been made in
both of these areas, but arrangements cannot be initiated until a commitiment

to the project is made by the Institute. It is estimated that the project can
be operational within four to six weeks from the time such a commitment is made.
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Space Required

‘Office space for five persons will be needed (project director, social
worker, research director, secretary-documentarian, and one shared space
for residential manager and driver). One of these offices should be pri-
.vate for interviewing and counseling. Ten beds are requested for parti-
cipants. One private meeting room that will accomodate up to ten wheel-
chairs will be needed for group activities. It would seem that minimal
remodeling, if any, would be sufficient to provide needed facilities. A
copy of a memo to the Annex Utilization Committee outlining specific space
requested is attached.

Resources

This proposal outlines a plan for beginning operation of the program with

a minimal commitment of resources from the Institute. Professional staff
will be limited to the three core staff members with part-time consulta-
tion from an R.N. If the project proves to be beneficial to participants
and financially sound, an enrichment process should be initiated to augment
the core staff with additional professional assistance from a part-time
vocational counselor, PT, and OT, and perhaps other staff members ag needs
are identified.

Budget Information

INCOME

Income from operation is computed on the basis of ten heds with 95% occu-
pancy at $55 per diem to be paid by TRC, workman's comp, and other spon-
sors as program expands. Salaries for project director and social worker
are currently being paid from RT-4 funds. RSA RéD grant still pending.

patient service income $190,300.

RT-4 funds currently 20,900
paid for salaries

total funds available $211,200
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EXPENSES

Personnel ) %' time effort salary level source of salary

project director 100 12,500 RT-4
social worker 60 - 8,400 RT-4
research director 100 no cost fellowship
: through May
handicapped resource - variable 8,000 per diem
persons
R.N. consultant 20 : 2,300 : per diem
resident manager 100 7,200 - per diem
’ \
secretary-documentarian 100 7,200 per diem
attendant staff 100 36,000 : per diem
driver 100 7,200 per*diem
total salary costs $88,800
projected fringe benefits $17,760
total salary expense ‘ $106,560

Patient .Related Expense

meals ($10 per day) $34,600

laundry and light housekeeping
to be provided by attendant staff

Other Expenses start-up ; first year second year
equipment (office) 3,000 0 0
supplies 600 ?
duplicating . 800 ?
vehicle maintenance ’ ' 2,700 ?

and insurance
space rental 49,440 rd
travel 2,500 ?

total other expenses - $3,000 $56,0U0
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SUMMARY OF EXPENSESI

_ salary expense . - $106,560
patient related d. o 5'39,600 |-

- othen expenseJ S . 59;0&0

' total T $200,200

SUMMARY OF INGOME L . o . oy '

‘patient services - 190,300
RT-4 funds currently 20,900 :

paid for salaries -. _ . . s
total funds available  $211,200

PROJECTED PROGRAM BALANCE . $ 11,000
AFTER FIRST YEAR

Statistics - : : o
'beds, 1npat1ent o - 10 ' ’ : ¢
‘mean LOS 45-60 days
total patients served i 50-60 per year
patient days/year i unknown (occupancy est. 95%)

, - per diem, inpatients ~ $55 .

" est. charges from other depts /stay unknown; will depend on population
total inpatient charges : unknown
total outpatient v151ts/year © unknown; will depend -on population
fee/OPV ' unknown
other chalges/OPV T _ unknown

total outpatients served : unknown

‘ .






BOB CASEY WASHINGTON ADDRESS:

22p DisTRICT, TEXAS 2353 RAYBURN BUILDING

WaASHINGTON, D.C. 20515

COMMITTEE ON APPROPRIATIONS . 202-225-5951
14
SUBCOMMITTEES: @ungress nt the @n[teh étates DISTRICT OFFICE ADDRESS:
CHAIRMAN: LEGISLATIVE APPROPRIATIONS ’ Foom '52 :::F::ESRAL :"LDING

LaBor-H e R wi U TREI

oy House of Vepresentatives Hovsan Tome 7702

AGRICULTURE~ENVIRONMENTAL AND
CONSUMER PROTECTION waﬂbfngtﬂn, B.@. 205 15 D. GAYLE MCNUTT

APPROPRIATIONS ADMINISTRATIVE ASSISTANT

12 November 1975

Lex M. Frieden

Research Director

Texas Institute for Rehabilitation and Research
1333 Moursund

Houston, Texas 77025

Dear Mr. Frieden:

In an effort to lend every possible support to
your application for federal funds from the Department
of Health, Education and Welfare, Social and Rehabilitation
Service, I have written to the Secretary of HEW, Mr. David
Mathews, endorsing your project entitled "Transitional Living:
A Model for the Severely Physically Handicapped" and urging
early funding. Rest assured, I'll do everything I can to
assist, and I'll let you know just as soon as I have any
information.

As I'm sure you know, the House Appropriation bill
contains the sum of $20,000,000 for the Rehabilitation
Services Administration, while the Senate bill provides
$24,000,000. Final disposition of the matter in Conference
is being delayed by the Senate's busing amendments, but I'll
keep you posted as this legislation is processed through the
necessary channels in Congress.

Sincerely,

JGH e

b'j
BC:dm
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BOB CASEY WASHINGTON ADDRESS:

« 22D DISTRICT, TEXAS 2353 RAYBURN BUILDING
WasHINGTON, D.C. 20515
COMMITTEE ON APPROPRIATIONS 202-225-5951
14
SUBCOMMITTEES: @u ngrzsg ut tbe mn[tth é tatts DISTRICT OFFICE ADDRESS:
CHAIRMAN: LEGISLATIVE APPROPRIATIONS , Room 1 5z‘l 502 anssmu. BuILDING
LABOR-| Ebuca’ 3 RUSK STREET
HFN-“;;PROPR:‘::N:ND SoEa %nuge nt Bepregmtatlhes HousToNn, TExas 77002
AGRICULTURE~ENVIRONMENTAL AND 713-226-4486
CONSUMER PROTECTION w&gb iugtu“, m.@. 20515 D. GAYLE McNUTT

APPROPRIATIONS ADMINISTRATIVE ASSISTANT

23 December 1975

Mr. Lex M. Frieden

Research Director

Texas Institute for Rehabilitation and Research
1333 Moursund

Houston, Texas 77025

Dear Mr. Frieden:

Merely for your information I'm enclosing a copy
of the response that Congressman Casey received with
reference to his efforts to assist the Texas Institute
for Rehabilitation and Research. Secretary Mathews'
letter is self-explanatory.

As you probably know, Congressman Casey's appointment
was confirmed on Friday, and he will be taking his seat
on the Federal Maritime Commission, and will not return
to the Congress for the second session.

A special election will be held in Texas, probably
in February, to elect a new member, but in the meantime,
if this office can assist you further, please do not
hesitate to let us know.

Sincerely,

istrative Assistant

%’MN +
DGMc /dm

Encl:
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THE SECRETARY OF HEALTH EDUCATION AND WELFARE
: - ‘; WASHINGTON D.C. 20201 ’

DEF 18 1975

':iTﬁé'HbﬁEféblebBob'Caaév -
- 'House of Representatives =~ ... ...
: Hashingtoa, D. C.n 20515 .

;--Thank You for your inquiry of November 11 regarding the applicaticn

_ for project grant titled. "Tranaitlonal Living: -A Yodel fox:the-. -
Saverely Physically Eandicapped" fron.the Texas Institute for

" Rehabilitation and Research., We’ ceruainly agree that Dr. William Ao :
Spencer and’ his. staff -have ﬂade many outstanding contributions o the

- rehabilitation of the severely handicapped Please excuse. the de;ay

" 1n respondln

: At present, the apglicatmon is undergoing scientific and technical

- Teview in the Offlce of - Rehabilitation Pesearch and Demonstrations,

hphabilitatlon Serviges: Administration. T ‘have been advised .that’ ,
ﬂ‘the staff has very favorable 1untessions of the pioposed progect.'ff'

. ‘Wé will advise by, Spencar a5 scon as final action on the fiscal

year 1976 appropriation ‘or tha Rehabilitation Services Administratxon
; is completed. s . ‘ .

ffde appreciate your continued 1nterest in the rehabilitation of ;5"'°
"severely nandicapped citizens. “Z;. N RN S

( -‘ Cordially. Lo

£ ’, s/ DaVid Mathews

o Secretary




¥ NARRATIVE DESCRIPTION OF PROPOGS

A, INTRODUCTION
1. Objective:

In recent years there have been increasing efforts to make @pportunities for
housing, education, and employment available to physically handicapped persons.

The provision of such opportunities has permitted many individuals who were for-
merly isolated in institutions or dependent home situations to begin lives of in-
dependence and productivity. Yet tgere are countless other individuals,(particu-
larly the catnstrophically'disabled}‘who find it overwhelmingly difficult to assume
a radically changed role in life and meet all of the demands that the available
opportunities entail. Such persons may have the basic capabilities necessary to -
become independent, but the gulf often seems immense between a protected institu-
tional or home atmosphere wisblhi-eaw-vregponsioititiee and a lifestyle in which the
individual alone must meet the responsibilities of his living situation (including
prqvisions for attendant assistance and transportation) and the demands of employ-
ment at -a level that will permit financial self-sufficiency. Current programs are
not structured to permit gradual assumption of respoflsibilities which often makes
independence an all-or-nothing affair.

The objective of the proposed project is to develop and evaluute the effective -
ness of 70, 3. programéi of transitional experience d;signed to foster the inte-
gration of severely physically handicapped individuals into their communities. Goals
of community integration include?g%tablishment of independent living, involvement in
educational or vocational opportunities, and active social participation in the main-

stream of society.




Major tasks in meeting this objective will be

(a) to identify the techniques and skills by which independent and active
handicapped persons have achieved integration into their communities

(v) to devise learning experiences of various types whereby participants in
a transitional program can acquire these techniques and skills and can
assume responsibilities in a manageable sequence
NOGVE N Y
(e) to systematically evaluate the effectiveness of transitional icaﬁ%tﬁg ~
experienees for various types of participants

(d) to structure portions of the transitional program as self-contained units
that can be used in flexible combinations in a variety of contexts
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Background: S _ : . . .

Various kinds of background information and experience are relevant to each

of these ma jor tasks.

(a lm\In 1dentify1ng the techniques and skills by whlch active handicapped persons

(fEE;; become 1ntegrdted 1nto their communlties [i?ree years of experience in a prev1ous

—. SN P

R&D‘residentlal progect "A C00perat1ve'Self-Sgpport.System , ‘have been of great
beneflg:x (SRS R&D 13~P-~ l- -) .Forty severely disabled young adults have lived
in th%ﬁ Cooperatlve L1v1ng progect 51nce it opened in January of 1972. PFez=a%)
WS oo v a U vrsw;’JML
resxd&ﬁtsfgils prOJect e ety flrst 1ndependent 11ving experiencew and for many
it provided their first opportunity to begln involvement in educaton, vocdubnal 4
training, or employment. Twenty three of twenty six former residents have moveq
on from Coopefetive Liﬁing into.ha'more independent living eitUation;in apartmeﬁt
clusters or in various individual arrangements._.Teﬁ persons have secured full.-
,time employment, and‘many othefe have worked part-time.  Four personslhave mafried'
ana three have plans to mérry. Results of the research on residents of Cooperative
Living hape been réported in two'summary prOgreée'reports,.(Dbock, 1§73_and Cole,’
l97h), and a final grant report is currently in pfeparation.:'(This project will
end May 31, 1975). | |
" In addition to extensive information on changes {n lifestyle and incfeasing in-
. dependence of . CooPeratlve Living residents, comparatlve 1nformat10n has also been
gathered on severely handicapped young adults llving in a dormitory at the Univer51ty
of Houston, in a number of nur81ng'homes, and in three ppaptment clusters with
shereq.services,.two of which developed as outgrowths of the'COOperaﬁive Living -

“project.




Extensive informetlon on actlve handlcapped persons in Houston is also

y
4

"supplemented by data from other-prOJebtsuln 1ndependent-llving. In addltlon t0
published-reports;‘(v . = | :_ o . :' | S ):
personnel of.the proposed'project have.nad personal‘contact with representatives
of the Center for Independent Living at Berkeley, the Creative Liv1ng project in
Columbus, Ohio, and the Center for Independent Living in Boston ( ACRM ).
Experience in the area of 1ndependent housing has provided a valuable avare=
ness of many. ereaS'important for attaining independence such as the-advantages and
disadrantages of alternative ways of providing for aptendanp assistance or transpor-
tation. Experlence of the vocatlonal unlb of TIRR has likewise provided valuable
~insight into the technlques and skills requlred to support ‘successful educational and
and vocatlonal involvemcnt ( L o ). Published information
is also avialable on factors4tha£ contribute to vocational success.(' » );
A study'currently'being.conducted by the proposed Project‘Direcbor and Research

_Director’focuses specificalyy on_critical incidents experienced by catastrophically .

disabled respondents from the time of injury through reintegration into the community,

Preliminary inkervieWs based on a checklist of 80 possiblgAimportant'incidents have
- elicited extenwive information about adaptation to-a new social role and about
experlences of reintegration into an individual's fanily, social network, employ—
ment or educational context, and‘into.the larger society. Results of this study

w1ll have direct impact on the content of the pr0posed transitional proJect.

(b)f'Because transitional prograhming is's new area of emphasis in rehubilitation,
there is very little background maserial.that directly‘pertains tO'the.task of:
devising transitional learning,experiences for the physicaly handicepped. In some
respects the'proPosed'project is aaalygous to the type of halfway house that is ln-

tended as.a short term residential experience to bridge the gap petween some form of -
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institutionalization and full integration into the community (ref. Halfway House
Movement). Some patterns of operation from such houses may be relevant, such as
the program of trial work experiences ased by a Houston halfway house for juvenide
offenders ( ).

However, the proposed transitional project seems to differ in several important
respects from the general category of diverse organizations grouped under the term
"halfway houses". The proposed project is directed toward development of the whole
person who often has a more coiprchensive set of needs than most halfway house
residents have, It will bé geared toward activé participant responsibility for setting
setting goals and scheduling learning exppriences. And it will be strongly oriented
as a growth experience rather than being a static residentiql einvornment as is the
case with many halfway houses.

In developing transitional learning experiences for the proposed project,
another general learning model seems to be more useful than that of the hhlfway
house. This is the role-learning system used for integrating persons into professional
occupational statuses in our society (which is based on a transitional sequence
from formal learning through a period of internship to full certification of com-
petance). This pattern is found in the progression from apprenticeship througha
journeyman status to master craftsman and in the progression from formal education
in professional schools through a period of internsﬁip to eventual licensure as a
physician, lawyer, certified public accountant, architect, or teacher. Common to
this pattern of role-learning are the elements of (a) formal training, (b) modeling
by persons who have already attained the desired status, (c) guided practice in
actual wwrk situations, and (d) independent assumption of a role. Details of how

this pattern can be adapted for transitional programming are found in Section C.

on Methods.
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(¢c) Techniques for evaluating the effectiveness of transitional programming ahd
references on research deisgn and methodology are discussed in Section C. At this
point, however, it is important to refer to specific background experience of the p
proposed Research Director. In this project, unobtrusive measures of day-to-day
behavior wll beof great significance where it is important to know what an individual
actually does on a daily basis as well as how well he can perform in a special test
situation. The behavioral ecology project at TIRR has developed a highly refiend
system for making such measures ( ' ).

The proposed Research Direétor has had extensive experience on projects in the
behavioral ecohogy program and consequently has expertise in a research methodology

that will be of particular value for the proposed project.

(d) Structuring portions of the transitional program as self-contained units for
use outside their original context will in some respects be a task without direct
precedent. There are some useful parallels in currently-existing programs
of.TIRR, however. These include the patient education program for in-patients,

a program of insturction entitled "Skills for Parents of Handicapped Children "
currently being developed as a Jjoint effort of TIRR and

and the three~day Sexual Attitude Reassessment Workships regularly sponsored by
TIRR which are patterned on those developed at the Unfversity of Minnesota by Ted
Cole and his associates. Project personnel have had some relevant experience in
this area in working with residents of the Cooperative Living project to produce
an audio-visual exhibit on this program in cooperation with a professional medical
illustration départment. Cooperative arrangements involving student projects can
be made with various resource organizations in the covnunity with relevant expertise.

These include the University Without Walls and the Cumnmunications Department at the

University of Houston.,
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An additional area of prior experience will be of particular benefit in the
proposed trnasitional program. This is the association of project personnel with
the Cooperative Living residential program sponsored by TIRR., In the Cooperative
Living project a system for providing attendant assistance, meals, and transportation
on a shared basis was devised, alternative managerial structures were tested, operating
cogts were monitored, and arrangements for coordinating multi-agency sources of
financial support were developed. Comparative information on similar areas is also
available in two residential projects in apartment clusters that developed as
outgrowths of the COOperative Living project. Having this backgpuound experience
will permit project personnel to establish a financiallysound basic residential program
with supportive servides for the proposed transitional project with a minimum of
planning and effort. This will free valuable time and energy for concentration on the
main tasks at hand, the development, evaluation, and packaging of a program of

transitional experience. |

Rationale:
The proposed program is based on several underlying premises, Perhaps the
most basic is that the transitional programming must be flexible enough to respect
and value the individuality of participants. The general concepts of "independence"
and "integration into the community" must be considered 4n reference to speific indivi-
duals. In this framework, a C-2 spinal cord quadriplegic who learned the psychologycal
and interpersonal skills to manage his own environment would have gained a great deal
of independence in spite of his tbal d total dependence on others in physical func=-
tiondng.
A program iwth thés emphasis on ondividuality must be capable of planning for and

and accepting as "successful" a wide diversity of long-term outcomes., It must be

able to suggest to participants and prepare them for entering a continuum of living
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situations rnaging from returning to a nursing home or family home prepared to ™
exercise greater phsycologocal autonomy to establishing an individual support a
arrangement in a private apartment or house, possibly with a mate. In this regard,
Houstqn provides a particularly appropriate setting for the transitional project b
because it has three apartment clusters with systems of shared supportive services
available to handieapped persons. The transitional program should also be geared
toward a wide range of education, vocational training, and. employment pptions. A
diversity of 0pportunities.for socialization is similarly important.

Houston has a large number of sesources which are valuable assets to a
transitional program It is important to recognize, however, that the program
shoudl not follow too focus too closely on the particular set of options available
in this community, but rather should prepare individual to seek out and creabe oppor-
tunities in any context and to learn techniaues for ddapting to what may be available.

Another basic premise is the notion that participants should gradually assume
increasing responsiblities. The process of assuming responsibilities can begin '
this process can begin on an individual's first day in the progran when he sets intial
goals for himself and can continue throughout his participation in the program.
Such an arrangement segments stresses to that an individual does not have to succeed
at everything simultaneously, and it provides an atmogphere where mistakes or problens
are not disastrous failures but rather can be imporgunt elements in the adaptive
prowcss.

An additional premise is that peer modeling can be an extremely imporsant

asset in a transitional experience, conveying both know-how and motivation to

participants. A number of active and independent handicapped individuals from the

community will be used as resource persons in the project.
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Finally, an important goal of the project will be to design elements of the
trnasitional experience so that they can be useful beyond the specific context of

the program itself....




TRANSITIONAL PROGRAM

SOCIAL SKILLS MODULE: Participation in one community group (church,

political action, crafts, literary, etc., any interest group of
participant's choice), home entertaining, visiting friends @rchi-
~ tectural problems encountered such as no ramp, bathroom inaccessible,
etc.), clothes shopping, hair appointments (i.e., ways to handle
barber chair and equipment), dental appointments, travel and vaca-
tions, camping, dining out, plays, concerts, etc.

Techniques will include use of audio-visual material; role-
playing, formal instruction, group discussion, field trips, peer
consultation, millieu therapy, and varied interactional models.

FAMILY GROUP MODULE: Interaction group for persons significant

in a participants psycho-social environment. The need for parti-
cipating in this group will be determined by the participant and
social worker in the initial assessment and activity plan. The
module will include use of audio-visual aids, role-playing, dis-
cussion groups, and other educational and sociotherapeutic tech-
niques.

PERSONAL-SOCIAL ASSESSMENT:

Initial assessment: Upon selection for program, each potential

participant will schedule an appointment with the project social
worker. This appointment will be arranged in advance of admission
for the purpose of clarifying mutual goal expectations, project
purpose, as well as the participants' current individual needs and

goals as they relate to project activity selection and planning.

The initial assessment will include a joint:
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Evaluating the participant's response to illness, disability,
and rehabilitation;

Consideration of his family, friends, and significant other's
response to illness, disability, and planning and their
potential role and involvement in the project;

Assessment of previous level of social functioning (level
of social, psychological and physical independence prior

to onset of injury.):

Assessment of life goals, and expectations prior to onset;
Appraisal of level of social, psychological, and functional
independence since onset of injury (including reaction to
hospitalization, hospital staff, home, or other living
situation) ;

Appraisal of participant’s assessment of current and future
needs;

Description of modules for activity program based on current
status and projected need evaluation. Written material

the modules will be given for the participants further
consideration;

Establishment of admission date;

Contract in regard to participant's responsibilities upon
entering the project.

Agreement relating to subsequent on-going assessment of

the program. )

Explanation of assessment forms and continued consultation
with the SW, OT, PT, and other project personnel;

Introduction to the "buddy system".



Upon admission to the project, the SW, PB, and participant
will meet jointly to establish a tailored activity program, review
the ongoing assessment form, and clarify individual responsibilities.
Ongoing assessment will be the responsibility of the participant
and his PB (project buddy), utilizing assessment forms and project

personnel on consultant basis.

4/10/75
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% REPORT ON ACTIVITIES IN WASHINGTON, D.C. .~ Oct.'7, 1975

Per ons Conmtacted:s Gail Mcﬂutt'(Rep, Casey s.dﬁfi@e)f
: Gail Picker (Sen. Bentson's sffice) T
‘g-;ﬂenry Neﬂls'staff assigtant to House C@mw an HEW.

- appropriations. (Rep. Flood's office) ST

"Bill Bean, Office of ‘Handicapped’ LndiW1dLglﬁgjg
.Ed-Lynch, 0ffice 6f Civil Rights, HEW '
;Mar*ln LaVox3 Juéy Heunan1 fSen. Wiilfams ofrlce)

P

Bﬁmmary of di@CLSSIOES- McNutt balieves that'ﬁaée&‘will’
H:aunport a compromise betweed the House and Sensate

%h&D 1eve1° in- Ceﬂfexence, which-will’ Lgnfer thaf”

‘week of Oct..20. McNutt offered to bhave Cnﬂey

write RSA . rogardfvg approval of the Lraw51t1cnnl .

ﬂgrgntﬁ iL neceasaxy : » o e

o j”P*cLer would Zikc to package 'a ‘new’ Rahab Ac tor'“
.o J/Bentsom to introduce. .. She- needs to be “"educated"
: , NS and wants- to 1éarn about rehab, particulzrlv that"
B - 4 Teief the geverely disabled. :Based on my- suggestion,
’ I believe she will attempt o shoérten . the 24 month
-JJWQiLing pezlod o Medlcare Aor rehab clfentsﬂa_

 LHei1 implied that the Conference Com. vculd D;cb—A -
“ably. compromise on 21 6r 22 mllllon foxr R&D., Hé.
- aled intimated that there was 2 passibillty they'™
~would: dtop -I&E. - He . is” unhappy with the BSA ﬁa»ﬁﬁm‘
.- exal —:says he "can't: ge -1 st*afgh»lauswer Lrom'*
"L thew ‘on anything - He fceomnenﬂed ‘that we get o
;" -some kind of commitment from the m that- our- grant LT
Cwill bn‘ andéad.. f{rst I there is. a- compromzse et ‘ #
ano:oprﬁationv; Nei1 HAYS Canefess is - dovn o BEU e
f’lres areh, but’ rehab research 1¢ the easiest to '~‘=f i
"gfdefenau He 1iked the: apnlied nature of the Tran '
'Cﬁrlticna? proposal. ce T . I

Uy O

~jLaVor says there is a. SQZ chance that Presadent
_:Ford will veto the entire. app?epriations BL1Y: v,
- He suspects that FSA,ﬁs inflmenced by atate aaen
E.Jb*as against R&D - S L .

T @R s e -

' Cone1u81ons. Transitlonal grant will be fandedf-
U;»; ; .House comnramisas ‘on. R&D, 2) if_Ford doesn
‘ and 3)_if RSA stands commLttedq' :

'ﬂ,"",



Project #

Date Approved

Texas Institute for Rehabilitation and Research
RESEARCH PROJECT PROPOSAL
Date:
A, TITLE OF PROJECT:

B. NAME OF INVESTIGATOR(S): Give name and degree. Include a list of any additional
mveihgotors who w(rl‘h join tz\e project at a later date.

] PSSV

_\'(ESTA(‘f‘FMﬁ\ﬂ/(/D\l¥HE PR 3& \”l c Lde brief {ztemture re\Vnew of currently available,
o relevant knowledge and indicate the knowledge gaps of interests; describe your hypotheses,
‘ if any, and indicate the possible slgmf'cance of the project.

S%&PARTI&T#ATION we nome unlvifuty,fnd clf:ss o 7{ M N (\ ““K\\

o

7
Eo % ‘OthCTIV&S) Des&'be sg%iﬁgo-ﬂy/ﬁho the pr0|ect proposes to accomplish.

F. METHODOLOGY: Incluﬁ:le a descnphoh of ﬁ\e pobulc\lf‘ﬁn sample, investigative procedures,
experimental design, and the time schedule which is proposed.
=3
G. < ANALYSIS OF DATA: Mention what data will be analyzed and the procedures which
will be used.

H. BIBLIO GRAPHY: Include previous work done by the author(s) of the proposal or related
/ work done by others which has been used for background research.

. BIOMEDICAL ENGINEERING REQUIREMENTS: If applicable, consult the Director of

Biomedical Engineering; if not applicable, please indicate in your proposal. If applicable,
indicate the following:

1. Brief statement of problem

2.  Equipment needs

o Services expected from Biomedical Engineering Department

4, References considered pertinent to Biomedical Engineering problem in this proposal .
CI"‘; 4 ‘ !



3 PROTECTION OF PATIENT'S WELFARE: Please use entire outline on page 3 of
these instructions.

K. BUDGET: Please use the form on page 4 of these instructions.

Ex DOCTOR'S ORDER SHEET: Please use the model on page 5 of these instructions and
validate with your signature.




Is

PROTECTION OF PATIENT'S WELFARE:

[
-,./k— >

Describe the requirements for usmg any ‘special groups in the study sample such as
children, the mentally disabled or groups whose ability to give voluntary informed
consent may be in question.

—
. < | L

Describe the discomforts to the sub|ecf that are ossocnated with the investigation.

Describe and assess any potential risks—-;ﬁ)jsicc‘x}lﬁ,\'ﬁs/ﬁhologicol, social, legal

or other--and assess the likelihood and seriousness of such risks. |f methods of
research create potential risks, describe other methods, if any, that were con-
sidered and why they will not be used.

Describe procedures |nc{gdmg confldenhohfy safeguards) for protecting against

or minimizing potential risks and provide an assessment of their likely effectiveness.

Describe consent procedures to be followed, including how and where informed
consent will be obtained.  Attach copy of Informed Consent form.

State as fully as possible the potential benefits of the project to rehabilitation,
assuming that the research is successful and the results are implemented. "Benefits"
may be considered in terms of: a) increasing the individual's functional capa-
bilities, b) reducing dependency, c) increasing the likelihood of employment,

d) reducing work days missed, e) containing service costs, f) increasing the
efficiency of program operations, g) applicability of the study's methods to other
problems, h) implications for the training of rehabilitation professionals,

i) revision of governmental policies, j) implications for new or amended legis-
lation, k) contributions to better problem definition, etc.

Analyze the risk-benefit ratio.

Principal Investigator

revised: 4/10/75 gbirk -3~




BUDGET: (Estimated duration of project
1 Investigator's time (hours)

2. Personnel

B Equipment

4,  Supplies

5. Hospitalization costs
Inpatient patients X days
Outpatient patients X $

6. Data processing cost

7.  Duplication and publication

8. Photography (include pictures and slides)
TOTAL

Sources of funds

years).

X $

per patient visit

per day




L. DOCTOR'S ORDER FOR PROJECT *#

TITLE OF PROJECT:

ORDERS

1=

2.

------------
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