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Some Guiding Principles for the Manager of Housin; for Handicapped Persons

1. Hers, management doss not know all the answers, most espocinlly the design probleus
of elevators, entries, parking, and service proeasses, such as rsereation and shopping,
2, Handicapped persons are wholo persons who happin to be functioning under unususl
circumstances, and therefore have speclal physical ind emotional nesds.

3. Functional ¢apacity, not medical dlagnosis, is ‘he managmr'# key fo analyzing
adaptation ;f sach psrson Lo the housing unit,

4. Therefors, adaptation to the unit must be indivinnal, without preconception,

and valid suggestions for that adaptation can coms frim any sourcs,

5. Persons with one kind of handicap can often assist §thors with a different kindg,

6. Handicepped persons often have Special food preparition, bathing, therapy and
exercise needs,

7. Housing is & key part, but only a part of a complex of movement and activity by
handicapped persons,

8, Employment may be a oritical elnmonﬁ ir continued residency for scms, but this

may require income waivers,

9. Handicapped persons need all the standard bullding and sommunity services of
subsidized and assisted housing, plus others doriving from individual handicaps,

10, Housing for handicapped persons should be viewed ag an intermsdiate step toward
the true goal of full integration of the handicapped into ali housing and the community
at large., Such housing, thsrefore, may bs seen as a testing ground for integrated ,
&coessible and usable housing sverywhere, and information leavned sust be promptly
comrmunicated to planning and building, arshitesturs and Industrial design, governmant

ard soclal ressarch,

Morton Leeds. [oPe 1977
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SUMMARY OF FEDFRAIL PROGRAMS PROVIDING SERVICES

TO HANDICAPPED

1

Program Services Provided _Financing Eligibility L.ocal Contact Federal Adminis
Pevelopmental A wide variety of .re- 70 percent Develnpmentally State Develop~ Pevelopmen
-Disabilities | medial sexvices; also federal disabled; may mental Dis- abilities
Act 1975 faCllltlEb construc- (80 percent be mental or abilities of Human D 2
tion in poverty physical Couneil, HEW
......... : el , ) -1
Rehabili- A variety of gquid- 80 per- Mcderate and State Voca- Rehabilitaticn
tation Act "ance, tralnlng, cent fed-: severely han~ . tional Re- Services Adminis
1973 other services to eral dicapped, habilitation tration, HEW
. help handicapped mental or Agerncy ‘ )
become emplovables; ‘ physical
‘ also facilities :
constructicn i 3
Social Ser=- A wide variety of 75 per ‘ People with State depart-~" Public Servicce
vices Prog- social and other cent fedu. incomes 80 nment of pub- Administration,
ram, Title services to pre- eral k percent of lic welfazre Social and Rehabili:
XX, Social vent 1ﬁstiﬁuti0n- median; also or local hu=- tation Services, u:
Security al care recipients man resources
Act of Aid to office
Families .
with Depen-
dent Child-
ren, Social
Security In~- -
come, Medi-
caid
Disabil- 7o replace part Direct Disabled work- HEW Regional Rehabilitation
ity Insur-. of income lost monthly ers eligible Office Services Adminis=-
ance=- * = because of a eaTe 00 Soeial tration, HEW
‘Social - physical or behELiEY; >dcurity who
Security mental impair- $97.80. have rehabil-
———ment that pre= - ==~ for gin= itation poten—m —
- vents a person gle to- tial
. from working- 719 for
5 family

-
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&
o
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~
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Title IXTY,;
Qlder Amer-
icans Act .-

-

vices

cent fede-
eral grant
to states

Aging, HEW

¢ :
: | ) X )
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CHART III (continued) i :
Progr . Services Provided Financing Cligiblility Local Contact Federal Min]
Veocational Direct payments . Direct Disabled work-~ HEW Redionad
Rehabili- for rehabilita- monthly ers eligible Officer
tation Ser- "tion services -to payments for Social o
vices for * help-disabled . Security who
"Social return to gain=- have rehabili- . »
Security ful employment tation poten-
Disability . tial
Beneficiar- . )
ies ' e
. ) i o b LI : ) :
Supplemen- To provide sup=- Direct Based cn in- Nearest Social Bureau of Supplen:
tal Secur- plemental in- monthly come for sin- Security Of- al Security Incor
ity In- come to elder- payments gle, less fice Swvcial Security
come ly and to blind A than $146 a Acdninistration, HEW
disabled of month; $219
o any age '~ ottt for couples ' o
Mediecaid To pay for medi- Federal Certain State depart- Medical Services
cal care for ° share-- financially ment of public Admlnlotratian
financially from SO needy per- welfare or hu=  Social and Rehabi
needy persons percent sons man resources tative Services, Hiw
to 83 ' local office
percent '
Sexvices - A wide range 75 per- All Older State Office Administration cn
for Older of social and cent to persons on Aging; Area Aging, Office of
People, related ser- 90 per- : Offices on Human Developrent,

Model Pro-
jects on
Aging, Sec-
ticn 308,
Jlderx
Americans
AcCt

Model projects

~ to expand or

improve social
services Or other-
wise promote the
well-keing of older
persons

Public or State Office
nonprofit™——on-Aging—-
agency

Federal -
share all
or part of
cost o2
praject

Administration on
Aging, Of:;ce cI
Human DevelcH-moew
.:T (aaml::zti
' f do

to Washington)
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rrogram Services Provided Financing Eligibility Local Contact

Nutrition . To provide elderly, S0 per-~ The elderly, State Office Adminigtratior on®
Programs’ especially low : cent including on Aging, Aging, Office of

for El- _ . income, with federal elderly Area Offices Human Developms
cderly, ' . nutritionally handicapped on Aging HEW-

Title : scund meals i

VII, -

Older ‘

Americans ‘

Act .

Speciali- To provide 100 per- Handicapped Governor's "Uzban Mass Trans |
zed Trans- " special trans- cent fed- and office portation Adminis-
portation portation ser- eral disabled traticn, Department
Services vices meeting grants of Transportation

special needs

.-
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No nation in the wor]d,‘has proclaimed the concept of the

equality of all human beings in such a way or to such an eitent, than
has my friendly neighbour, the United 'States of America. Declaring
over 200 year ago that “all men are created equal", the value of equality
of human beings became the very essence of the fabric of American sociaty.
As a Canadian, who was fortunate to do graduate study at an
American University, I was taught the valuable lesson of the importance
of history. Through the history of Black Americans, we have much éc
learn and much to apply in our deliberations today and tomorrow.
| In the beginning, as slaves, Black Americans were unequal to
White Americans and were separated out from white living quarters. Thus
the words uneq&al and separate would characterize the first phase of
the history of Black Americans.
By 1865, almost 100 years after the Declaration of independenxe,,
and with their freedom being declared, Black Americans became equal in
~ the eyes of the law; but they remained socially unequal and separate.
In the next century, and principally after World War II, Black
Americans rejected their equal but separate legal status, and the} re-
Jected their unequal and separate social'status. Their Civil Rights
Movement has achieved equality and integration for the most part in law,
but there remains resistance to full social integration and equality in
many of our communities today. .
Thus, we learn that the procéss of achieving social equality
and integration for181ack Americans, while not yet achieved, is:
first, unequal and separate, second, equal and separate, and

finally, equal and integrated, with the social achievement always




to community integration is that this needed physical assistance ié'mnst

fo]]ow1ng the laws of the land.

The population of people with physical disabili:ies is, like

- the Black American population, 2 hetyrogeneous minority group. In my

view, people with physical disabilities, are in the first phase of

their history towards achieving their civil rights. They are, for the

most part, socially unequal and separate.

Let us Tearn from the 200 year hfsfony o7 the struggie of
Black Americans to achieve equality and integration.

Let us resolve to eliminate the intermedizte steps.

Let us strive now and achieve immediately ihe opportunfties for
full équality and social integration of people with paysical disabilities.

One of the major barriers to integrating persens with physical

- disabilities into our communities is their dependence upon others for

physical help in some of their daily 1iving activities. A’second barrier

| frequeht1y and typically found in nursing homes, chonic care hospitals,

homes for the aged, or other institutions separated jut from the main-

‘stream of communlty life. Thus, many “graduates” of vehabilitation

: programs may quickly begin lives of isolation and dependency even though

individuals may possess good educational and vocational potential and
have bheen eq&ipped with skills and devices for self help. If the re-
habilitation goal of active, productive Tiving is to be achieved, and if
we are to achieve an equal quality of life for disablel paoplis, then we

must ensure thefr integration into the community througl the availability

of a range of accessible 1iving, accommodation, tugether with a broad

range of supportive services such as attendant care and transportation,

1%
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key elements in successful integration.

With social equality and integration as our imhediate targets,
I now want to present two basic principles to act as the basis for all
‘our deliberations, including the aspect of support services related to
shelter or housing.. |

The first of these is fairness or justice. What is a fair
apﬁroaéh to support services? I submit to you that physically disabled
people in need of physical support services want to and should pay for
the ordin&ny costs of Tiving. This {s fair and just. .I further submit
that physically disabled people should not have to pay fbr'any extra-
' ordinary costs of living occasioned by an 1nhbi]ity to perform physical
functions for themselves. To be burdened with extraordinary costs of
living'associated with physical disabilities would be unfair and unjust.
As an illustration of what is ordinary and w@at is extraordinary, lat us
“for a homent look at the “Case Study of Heidi* which is available to
you. Heidi, now 28 years of age, has been a quadriplegic since.she broke
her neck in a diving accident § years ago. Dependent on her motorizad
whaelchair forvmobility, she is nevertheless employed in a hospital
" earning $19,500.00 per year. Her major extraordinary costs of living

are (See Appendix B)

1) Van transportation to and from work - $2,640.00
2) Transportation for recreation - 324,00
3) Housekeeping and Meal Freparation - 4,080,
4) Physical Care Services - 1,200.00

The total of Heidi's extraorainary costs of living were $8,603.51, all of

which was also taxable as earnings.




- =
Her ordinary or usual costs of living, contained in Appendix C
- were calculated at $5,668.15 per year. You will note from Appéndix F
Table i. that Heid! had to earn $19,000 per year just to break even; she
could not save any money; and she could take bnly one vacation per year,
'ﬁhd that was restricted to the city in which she Iived; Based on today's

dosts, Heidi would have to earn over $22,000.00 per year in Metropolitan

Toronto, a municipaiity of over 2 1/8 million people, just to survive.

A second feature under the principle of Justice, is that dis-
abled people must have significaht involvement in the planning and
.management of any enterprise concerning them, Planning with disabled
people is fair, where with is the operational word. Aside from what is
fair, planning for someone else is foolish and usually results in under

“or non-utilization as well as unhappiness and the misuse of finances.

The third basic principle for our deliberations and planning g
is freedom - freedom to interact on an equal basis wifh one’s fellow
human beings, freedom to chocse where to 1ive and in what kind of
accommodation on the same basis as any §ther citjzen; freedom to take
risks that involve one oneself; freedom to make one's own decisions;
freedom to be responsible and accountable for one's actions and behaviour;
freedom to enjoy privacy and with the assurance that others will not
betray matters of confidentiality, freedqm from control by others, and
freedom to assert and do for oneself as much as possible. I might better
have said the principle of freedom within Yimits since each one of us

has 1imits imposed'oﬁ us in any culture for the protection and well

befng of all peoples as well as individuals. But, let the limits

imposed be appiizd with equality and fairness for all,




With cur targets of social equality and the o

social integration firmly in view, and with our basi

Justice and freedom as our means of achieving our

bur task ahead?
|
|

related to housing. We should attempt to delinfate bet

support services and other kinds such as recreatio
We should deal effectively with what are essential

essential support services, recogn zing that non-e

services might occasionally become essential becaus

circumstances. e.g. escort service for emargency

look at the needs of staff for privacy, for duties

We should take a fresh view of the training-needs ¢

hide bound with the traditional view of nursing or thera

obvious backgrounds of choica. But above all, we
,the needs of the populations we are talking about.

first step.
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ECONOMICS OF SUPPORT SERVICES

~ One experience as a Demonstration Project for the Ontaric Governmeil.

The Clarendon Foundation (Cheshire Homes ) Inc. ¢ 21a Vau jhan

koad, Toronto, Ontario, Canada, has been operating a Demonstration roject

for 1% years (see attached sheet) to prove that:

(1) Many severely disabled people in need of physical suiport sersvices
associated with accessible accommodation of their choice, can 'ive
with a better quality of 1ife and in good health, outside of
institutional settings such as chronic care hospital;.

(2) The delivery of essential and other physical support services nn a
24 hour basis permits

(a) choice of accommodation
(b) integration within community 1ife
{c) gainful employment, training, and education

(d) the Province of Ontario to assess the actual cests of these
services separate from the ordinary costs of living suzh
as food, shelter, and clothing which are paid for by the
tenants.

Our experience to date with maximum occupancy reveais that our average
per diem cost for all support services is $19.52 per tenant based on

13 tenants. Comparing this to chronic care and extended care hospital
costs, we learn that: :

{a) our costs (including food, shelter and clothing) are less
than 50% of these institutions whose average per ciem cost
fs about $55.00 per occupant;

(b) the number of hours of care given to our tenants 3: at
Teast 15% more on an average than th:+ given in su-h
hospitals; and

{¢] our tenants are all enjoying produtcive lives vacationally,
socially, and recreationally in ordirary apartment 1iving
of their choice.

Our next step, the extension of support services on a wider basis, has
already begun with no increase in costs.

g

W
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INFORMATION RE CLARENDON

Question - What is the £larendon Foundation and who do they serva?

Answer - Clarendon Foundation (Cheshire Homes) Inc. is a non-prifit
Corporation which was established in 1974 for the purpose of prividing
accommodation and support services to severely handicapped adulis who
are either employed or in training to become employed.

The Foundation is currently operating a pilot project in
cooperation with the Ontaric Housing Corporation and the Ministry of
Community and Social Services at 2la Vaughan Road in downtown 'sronto
for a maximum of 13 tenants who are housed in § apartments plu. communal
dining and laundry facilities.

A1l tenants require at least two of the support serices
offered which are parsonal care, meal preparation and serving laundry
and housekeeping (1ight and heavy) in order to function day 1 day
as a student or emplcyee in their chosen field. '

~ Support services are carried out by a staff of 6 fu |-time
attendants, 1 housekeeper, 1 part-time cleaner and I part-tim. Co-ordinator.

‘Services are available on a 24 hour a day basis and are given on the basis

of physical inability to perform 2 function for cneself. FEacl tenant '

signs a Service Contract with the Foundation outlining the coiditions of

the services. There are no fees charged to the tenant for these servicas; ;
however, tenants are required to pay all normal costs of Tivirg such as
food, cleaning supplies, etc. The costs for these services are paid for
by the Ontario Government.

Through agreement with the Ontario Housing Corporati:n rent
is geared to income and cannot exceed the market value of the :pace
occupied by any tenant. Each tenant has a one year sub-lease vith the
Foundation under the same general rules and regulations which :re In
effect in most apartment buildings in Toronto.




: ' : CASE STUDY OF HEIDI

g The information in the profile iz based on 8 veal person bul bt nome his been
changed to maintain confidentiality., OShe is one of mere &
abled young adults who zraduste from one rehabilitation certrs clone ia the
Province of Ontario each year.

Heidi, now 28 years of age, has been & quadriplegle sinoe she broke her

aeck i, a4 divieg accident 5 years ago. She is pevmancnt] {ired Lo
wheelchalr which ig wmotorxized (Cost - 51,500,040} as s i LE
in a regular wheelchair., This chair“fl usually Lial 1chs

’ a problom with the metor or electric wires devalops which v it
of an electrician (313.00), the axpease of & van to take

gnid from the vepair shop ($12.00) arnd extra hours of dut

who must then accompany her ;!~wnghcut tha
cbilicy ($15.00). Two 12~v3it hatteries

ir, Yortunately, these &ve usualrly rell

.

hen they need replacing, this represente an unexpected

0

()

|
0

i 5
‘ E
\

Heidi has a university degre2 end is employad in a
fer year salary). She chose to accept the hospital joh
wer apavtment and to the Van Transportation sewvices sl
her wheelchair. The shorter distance between

woxrk and
a definite factor in reducing the already highly ewvensive
Van Tzan aportation costs {$2,€40.00).

Heidi was cbliged to rent in o modern apsa a2 sh
vequired a vesidence without stairs and steps Brosuss
she reguires a live-in housekeepar g%ﬁ 220.00) 11

sceivicies such as housekeeping, cookiag, washlo
quives a two bedroom unit to afford her WGJUPR’

—
($2,760.00)**, Even at that, vy oo
ifications guch as having the bathvad G PR I L5

s0 she could get over the doov 4f*: onto the bazlcoy b B
housekeeper is paid to help her get up and dressed I Ban 6o

to baed at night. She does housckaeping and shopping wet !
providing breakfast and cocoking supper. She has (he 2y 1140 i
and 4:00 p.m. to herself as Heidil eaus sia 2t work {7440
Ou the weckends, the housekezper is off f Heldi's couen i

($40.00 a weekend).

i
N

$5200.C0 and $250.00 per month, plas e
of Canada Manpower. Dec. 9, l??é (fe

bzen calcuiated at $85.00 per month
her live-in hevsekeasper for d&e”si.h
to aveid the twice daily costs of 59.(

\

% Live-in Housekeeper's Salaries
)

\

\

| . : .

| Rurses on a asliding scale for such

*%* Using rencal figures of $230.00 & month for a cwo hadre

opposed to $200.00 a month rental fcr a one




itectural barriers.,

Page 2

Specialized nursing care s recuired from a registersd nurse twice @
ceek, As this visiting sevvice only operates during regular workivre “uurs,
Heidd must make up the two hours of working time she lonses on Hadnesday

mernings in order o get this care,

Buying clothes ($300.00) represents @ major exoensc as neav y all
of the clothes wmust go to & dresswaker for alterations for casier getting
en and off ($100.00), Hairdressing {s & necessity for leidi as she cannot
Tean forward over a bathreom sink and only the hairdreszer sinks are at
the right height to provide the backward veclining positicen whi an
accommcdate her neck (5260.00).

S ar
ch ¢

Genzralily sveaking, Heidd ha' few problems with iliness, To maintain

Fer good health however, she must take the drug “"Furidantin® daily the
year round £5240,00), In adﬁhu10ﬂ, to redutz the spasm in her arms and
3rQ§9 she must take “"Valium” dai?y ($88.90). Orug bilis are thercfore

fiigh although she s covered by an Extended “paiuh Care Plan which covers
Lie 08t each year after $50.00 deductible, Equioment costs, in add 11*nv
Lo hnr woterized wheelchaiv, represent an eéxnense as she requires a manuz
;19htwc1qht adulc whee?chc?r with removabie avms ($362.00), 2 iloyer V1ift

( 392,00} and a bathtub clamp (3179.00) in order to u%v*ize the 1ift safely
for transfers between whesichair and bathtub.

Heidi 45 covered by rogular medical insurance {851.12 a yvar r)
attention is not a problem, although the 10% she must pay ofF the nhoe o
Litl i higher thin the norm &5 she cannot get to the local physician's
upstairs office and house calls must be made rather than office visits.

Reguiar visits to a dentist {ﬂZScOQD are not within her kudget as she
has to travel downtown in the wheelghair Van (512.00) in order to visit
a dentist in a modern office building which has ne stairs or other arch-

# -~

Heidi’s grocery costs are not more excessive than anyone eise’s who ha
ta provide for two pecnle (f‘ 923.00). dowevevﬁ she seldom can afford t:
sntertain people for suoper or a party (350.00). Neither can she nermit
nnrself the luxury of qozﬂg to a movie or nlay, or even going to another

W

person's house due to the trancaovtauicn charga ($12.00}), pius the cost of

the en@ertainment its elf ($5.00}, iousehold sundries, unusual expenses
subscriptions, etc., also add to aer already nx&ed.,wp expenses and,

P~
A SR

course, we have not even considerad the initi ial cost outlay for furnishinas
{$2,360.00) : o

Although Heidi is permitted a $1,706.00 basic parsonal erempiicn znd o

2 £93 ¢ a 7407
S1fﬁu6.00 dfsa?zﬁiuy deduction {1974), her income tax still reprosepts a
iajor loss of income (34,905.00) due to Heidi's relatively hioh annual salary
{$19,5C0.00).

P
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Page 3

Considaring all the ecxpenses outlined above, daily as well as uncxpected
costs, it is auite probable that Heidi will have no margin of financial
security at the end of a year.

ieidi, as a well cducated, we)) motivated, ambitious woman, is wmuch
admired within her community for her couraqge, determinaticon and pleasant
attituedes in the face of such a permanent disability. What her ncigrbours
shiould be admiring {hut den't because they have no knowledge of it) is hee
touraqge in maintaining such 2 siender insecure hold on an overwhelmingly

:
.
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costly, complex arcangement for independent Tiving., Heidi must live with
the over furking knowiedge that it §s only a slender thread of happenstance

L

swhich keeps her from the one alternate tife~style available to such as

she - i.e., confincment £o an institution where she would be subjectad

to institutional rules and requlations, loss of privacy and freedou ., i0ss
of enpleyment and salary, and demoralizing dependence on the limited annual
income ($5756.00)* which disabled peopic are allowed to keep from provincial
assistance in such circumstances. Instead of supporting herzelf and others
through tax paymerts ($5,127.20), Heidi's care would be costing others not
less than $6,351.00 per year®*,

¢
.
3
C

Heidi is, in fact, one of the few fortunate persons who have been able
to mesh all her problems ints a workable solution - i.e. accommnodation, care
services, transportation, employinent, =tc.. If one part of this puzzle does
not fit - she is then likely to require the services of a nursing homwe or
extended care facility and her job is wno ichger possible.

* The allowable costs set by the Province of Ontario are $11.0C per day
($4,015.00 per annum) for a residential care person and 515,00 per day
($5,475.00 per annum) for an extended care parson in a 61 bed residence. in
Torento providing some supportive care. (These allowable costs pravail in
approved Hursing Homes as well.) Each single, disabled resident may roceive
femily benefits assistance from the Province &f either $225.00 (ambulatory
allowance) or $238.77 (wheelchair user allowance) per month. Of theso
amourts, each resident contributes $5.75 per day for care, room and board
and is thus allowed to keep $53.00 a month for his/her comfort. 7Thn 1ihend-
chair user is allowed to keep an additioral $20.00 a month for transportatics
costs ($12.00 a return trip by van transportation). Thus, the total cost to
the Province for some supportive assistance is betvieen $4,651.00 anc 56.357 90
per year per resident. Heidi's cost to the Province for these would =be
56,351.0% per annum in thic recidence or in a nursing home. 1° leidi

had to
stay in an extended care tacility, the frovince would pay an average of $37.96

per day, or $13,855.40 per year.
** "Ontaric lospital Compilation", published by the Ontaric Hospital Asscciation
and veporting for the period January to June, 1974, revealed that the median

per diem cost for patient care was $37.96 for the 16 participating hospit

ned
2re itals
providing extended care facilities (the range was from $56.82 to 529.77.;. .
The reporting hospitals were classified as public, chronic, extended care,
convalescent and rehabilitation,



APPENDIX B - ' : G

o v

EXTRAORDINARY COSTS OF LIVING FOK &

(a) TRANSPORTATION - @ $12.00% per day refurn €rip ..cocon- e aeeseesnesesianisocae cunas ez 52;904.00

(i) To and from Work @ 220 dayS c.eccososcocesrannnnorcnnsrosncanancnses $2

(ii Social, Cultural, Religious, Recreationsl .ecvnccvcecsvcocsnscsocoss 324.00
’ a
(based on L ocuting every 2 weeks witiiim Tozonto and 1 vacation
each vear in Toronto} ' -

% On December 9, 1974, the cost was §12.00 per return trip with the cost assured
of rising te $14.00 by the end of the month. The Toronto Transit Commission's
to begin February 5, 1973.

Pilot Project for 46 working haudicapped is scheduled

(b) HOUSEKEEPING AND MEAL PREPARATION® .. vocceoarosscasnsseasnsenncscossansesnnsnnsesnsescscsssceas 54,080.00

(1) Live-in Housekeeper at $225.00 pex DONEH coeceaonessescsessccsccsns $2,7060.00
(1) Roard for Housekesper @ $85.00 per monlR coececccccoseaccaceceennee 1,020.00
(ii1) Difference in Cost between 2 bedroom and - g
1 bedroom apartment @ $30.00 par SONLR csccrcisoivevicnnrccconocnne 360,00
% Live-in Fousekeeper Salary (for cooking and cleaning) vanges between
§200,00 and $250.00 per month, plus room and board (Source of
information: Miss Joesen, Canada Manpcwer, Telephone: 363-5931, Ext. 317,
December 9, 1974)
(¢) PHYSICAL CARE SERVICES ccvcnessesassosessssossassasancesnonoissanssnnnssrnssennseansrrnesessss $1,200.00

1 b T . I | R o2 £ . e d A
i.e., dres J&nub bathing €$9.00 a visit, twice a day vasec on rees ok Yictorian
- "’ 18 R gme
ler of $6,70.00 per year - used slternative of persuvading Housekeepe
anct per month.
e Ry “ors A - 0" B T T & 2
{(3) 1 A ™ ’“;”\.::ZC"‘ PY‘*\“' @ §12.77 every & WaeKS socne f e s cooesassosenubusOnEs eI E0 en 0O LN OO0 DD § 15%.351
(Based cn Ontaris

(a) v MAINTENAKNCE OF ATDT AND

.. .... & 200.00G

i T AT

603.51

'S
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a) furchasing, Maintenance,
lothing
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anwusal vacation)
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USU VL COSTS OF LIVING

gry Cleaning, and Altevations of

apariment, vertal and hydro a: §200.00
G0 per week and §$30.00 per week du ing. 3 wael

tnmnal vacation aud entertainment during yeaw

(2 Deoup iusurance at $2.00 per weck
{1 el one at $8.56 per month (party linez) - varias depending
spon the need for a push button phoue with caker amplifier
{g) Szvirgs for unforeseen and Ewergency Expenses {(at 5% of
znnual salary)
asloyment Inzurance of $8,320.00 (maximum insurable income)

' {1 Uiz
|

Ixtonded Health Care

per woath {based on Ontario Blu

el

wl:25 per ¥
{k) ﬁaligueisﬁnr &t
(1% Incidental Expenses

(Maogazines, writing
wembership, etc.)

{4 {utatrio Hospital Iusurance Plar atc $4. D
30th for Semi-Private Coverage)

8

s

Insurance for Company Groups at $0.85
] C; s& Plan)

26 per month (plus

$5.00 per week

upplies, socap, tocthpaste, lLibrary

SN2 T
WG, Uil
¥
J&i¢ ¥ x‘!
O U

h,
l
.
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APPENDIY D

'f ‘. COMPARATIVE COSTS OF INSTUTUTIONS PER YEAR PER PATIENT
! : NURSING HOMES
AMBULATORY PERSON WHEELCHAIR USER
Room, Board and Care $§,927,531 $4,927.501
CAINS LNCOME COST TO ’
PROVINCE ¥$ 696,002 $ 876.002
Total Public Assistance $S,623.55 $5,803.50

1. These figures are bdsed on o maximum allowed per diem cost per patient
of $13.50. There is no per diem ceiling under the Homes for Retarded
Persons Act as opposed to the Homes for the Aged, The Charitable
Institutions, or the Children's Institutions Acts.

2. Effective May 1, 1975, single recipients of GAINS will be paid $2,887.92
per year instead of $2,766.00 amnually. The increase actually is paid
to a Nursing Home leaving }696.00 per year for an ambulatory resident
and $876.00 per year for a wheelchair user for "comfort” and "trans-
poration”. (Under the Guaranteed Annual Income System, a single
recipient in a nursing home is allowed to keep $43.00 per month for
comfort and & monthly transportation allowance of $15.00 per month or
$30.00 per month).

EXTENDED CARE HOSPITALS3

LOWEST MEDIAN HIGHEST .

Room, Board and
Care §10,866.05 $13,855.40 $20,739.30

3. Cost figures obtained from the Ontario Hospital Associations'
“Ontario llospital Cempilations" publication reporting for the
period January to Juune 1974,
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. COMPARATIVE INCOMES FOR HEIDI LIVING ] !
; TABLE 1 .

T o i
|
1. Gross Income $10,000.04Q $14,000.00{ $17,000.00; $19,0C0.00 $19,500.00
e — S
i .
i i
2. Extraordinary Costs of Living v : 8,603.5] B,603.51 8,603.51! 8,603.31 | 8,603.51
i
3. Effective Gross Income l,396.ﬁ§ 5,396.49 8,396.49 10,396.49 10,896.49
4, Taxable Income 6,266.Bd - 10,266.80C] 15,266,580 15,766.80
a2 g
|
5. Total Income Tax Payable (1974 Rates) 1,465.6( 2.757.60| 4,685.70 | 4,905.00
] L
f |
4. Effective Net Income (after taxes) - 69.13 2,&:8.69% 5,710.79 ! 5,991.49
{ :
7. Ordinary Costs of Living 5,668.1¢€ 5,668.16} 5,668.161 5,668.2 5,668.16
] {
§
5. Surplus or Debt wS;?B?.Eé -3, 29n27§ -1,160.87 42,631 323.33
i d i




Attitudinal Barriers in

Environmental Design for the Disabled

"Normal people, attempting tc emphatise with disabled people,
make assumptions about how people with disabilities behave
or ought to behave, which do not at all correspond with how
’ they actually do behave. These assumptions are probably at
least as prevalent among architects as they are anywhere else.,."

Selwyn Goldsmith: Designing for the Disabled

For the pzst eight years 1 have observed the environment, both animate .
and inanimate, from & lower wantage point in the wheelchair. 1 have
observed it both as a human being, and as a design professional.

I come te my work as an envirormental designer for the disabled because
1 am trained as an axrchitect and am myself a paraplegic. I am therefors
daily sensitive tc and conscious of how the.enviranment presents itself

to mey; and how people react towards my existance in it.

My professional specialization has been in the field of housing, be-
cause I am drawn to this human chelter which forms a basicfoundations
to which each individual relates, physically and psychclogically, and ~
which contributes such an important core to the sense of human belon-
ging and worth. I have therefore tufned to the problem of housing for
- the disabled, and I have done so with strong feelings about what dis-
abled people truly desire. The goals of the disabled are encompased
in the principles of "normalization" and involve the will to freedom,

equality, social integration and choice.

,,,,,,

My major experience in the implemencaticn o¢f normalizatiun is through
a demonstration project of integrated housing for severely physically
disabled persons. My associates and I have been engaged in developing
and coordinating resources which would allow quadriplegics to live ine
dependantly in the commmunity, in individual subsidized apartment units

in standard housing projects, with at-home support services when required.
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Because our concept was, and still is, somewhat avant-garde in the
Canadian context, we have had to cross many attitudinal barriers in
discussing the functional feasibility, psychological desirability
and economic validity of such a proposal. First we had to convince
the many bureaucrats, planners and designers that even severely phy-
sically disabled persons did not wish to or need to live in "special”
environments particularly conceived for them, and that they were pre-
péred to accept certain inconveniences, risks and uncertainties in
order to enjoy a relatively "noxrmal" life-style, accouding to their

choice.

Not only did we encounter great skepticism and fear on the parts of
administrators and programmers, who tend to be over-cautious and over-
protective, but we also encountered strorg resistance from architects
and designers. These people, from what little they knew of the topic,
were reluctant to accept the integrated concept, fearing that the re-
quirements for accommodating the physically disabled would involve

undesirably speclalized demands and result in excessive costs.

ihe tfufh of the fact is that the objectives of "normaliéation" are
ﬁuite the'opposite. We have tried to demonstrate, and have had success
in thig; fhgt physically disabled persons can live in independant
Lﬁusing units which are barrier-free, require a minimum of design
;oaifications, and involve negligeable additional expense. Instead of
relying on special built-in features, we emphasize the roles of oC=
cupational therapists and industrial designers to teach specific

types of manouvers anddevelop simple adaptations and equipment which
will increase individual functioning.

This type of housing has the advantage that: L) it can be provided
anywhere; 2). it is well within the design scope of any architect;

3) it can accommodate the able-bodied with equal ease; 4) it in no
way stigmatizes the unit or its occupant; and 5) it enables the dise-

abled tznans to learn to adapt to almost "normal" accommodations, so

(



that they develop coping mechanisms thzt enable them to function, as

independantly as possible, in other barrier-frez situations.

These are all essential aspects of the normalizing process. So far
we have found few short-comings in this type of approach, and we

have noted an improved self-image of the residents because they are
pleased that they are coping and living in a standard fashion.

Their personal enviromment and independant life-style, whatever its
acéompanying problems and responsibilities, is building initiative

to try more and to do better. The residents themselves are amazed
at their growing strengths and abilities to manage physically, emo-
tionally and financially. All are proud of their prbgress and achie-

vements, and have a high self-esteem.

We too are proud and happy with this demonstration, because it proviw
des us with experimental ground on which to study various aspects of
normalization. In our experience to-date, we have enccuntered quite
_1h”3iscrepancy between what the able-bodied population, even that part
working on behalf of the disabled, see as the optimum solution for
the disabled, and what the disabled really aspire to for themselves.
Normalization seems to have different parameters for the two groups,
and 1t will be our goal for the future to reconcile them and find a
‘happy medium. I EE R '

Parameters of "normalization™

Many of the attitudinal barriers which we en:zounter among architects

i~y degligners ave based ot jre-conceptions and lack of undarstanding

about what disabled people truliy want v séed. The most damaging and
Qide-épread in that Jdisabinsc pevpl: Lave te, or prefer ta, function,

live » work, recreate, etc. in special environmenis that are specifi-
cally designed to accomnodatz tha handicapped, and that consequently

are segregated, different, and apart from normal people ard normal

environments.
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This is a great myth! .Disabled people are not a breed aparti

They are persons like everyone else, albeit with some physical
limitations, but these can be accommodated in an uncomplicated
fashion by the elimination of thoughtlessly-built barriers, by
promotion of good industrial design, and by developments of simple

adaptive apperatus for severe situations.

Uncertain of what a wheelchair really implies in terms of functi-
oning, or what other physical iimitations mean in terms of individual
manouverability, designers tend to over-compensate im varicus exag-
gerated and unnecessary ways. Often they over-design in terms of
size and provide unreasonably large spaces or complei features

where standard dimensions and equipment, properly applied, would
have sufficed and been more desirable. Or designers become 80
engrossed with ergonomic elements of the physical aids and manouvers,
that they design overw-specialized facilities that are oriented more
to sccommodating the physical limitations than to catering to the
human being behind those limitations. Often; too, in order to in-
crease some aspect of safety or mancuverability, architects incor-
porate more barriers and problems than they actually eliminate. Or
they are so unsensitive to the disabled as living, feeling people,
that in an effort to eliminate any mistakes they create anonymous,

undefined and sterile spaces which alienate and diminish human beings.

Pouble-ended adaptation

The total 1ife zxperience, for eoveryons, is the continual adaptation
tc and interasctlon betwsen men and enviromment, Unrealistic perfor-
mance standards and exaggerated design solutions develop attitudes
which reinfecrce barriers against the acceptarte and integration of
the disabled mincrity in the social milieu. Disabled persons are ge-
nerally prepared to compromise and to sdapt to environments that are
basically accessible and have no gross functionality cbstacles. The
direction tcward barrier-free envirorments is the reasonable approach

towards achieving such ends.

B



In order to make room for the physically diszabled and to accommodate
| them comfortably side-by-side with the able-bodied, society has to
make primary and major modifications in its attitudes and values,
along with secondary and minor modifications in the built environe
ment. Xt has to provide a greater oppertunity to the disabled mino-
rity to adapt and to give shape to the normal environment, so as to
eliminate 2 divided society where individuals are expected to function
only in spaces and in a manner assigned to them. Maybe the reluctance
to embrace barrier-free design stems from the fact that somewhere in

the back of their conscious, the able-~bodied are willing to let the

Now is the time for myths about the disabled to be replaced by truth
_and reality. A personal physical limitation does require adaptive
aids and occasional simple help to achieve effective functioning.
However, over-compensation and excessive design criteria produce

&n htmdsphére that is uncomfortable for everyone concerned. 1t
builds barriers that interfere with the acceptance of thedisabled as
valid and useful citizens, and it further restricts the personal ex-
pression, human potential and seli-actualization of individuals who
are thus doubly deprived.

- - R _——

disabled advance enly so far, and no further.
|
|

L . - By

Patricia Falta, B. Arch., M. Arch.
Montreal, Quebec, Canada
January 28, 1977
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PROLOGUE

"Some men see things as they are and ask why;
I dream of things as they could be
and ask why not."

~ Robert F. Kennedy

WHY not? Why not intezrated living?
What is INTEGRATED LIVING?

Simple. It is living in eunviromments that are not segregsated,
separate, apart, restricted, different.

For whom? For everybody. For you, me, young, old, black,
white, rich, poor, able~bodied, DISABLID.

Where?? EVERYWHERE. There where all the others live, in the
housing they enjoy, in the neighbourhoods they create.

Whereever one BELONGS!

Why??9? BPBecause thisg iz an age of expanding awareness. Integration
for all. Egquslity. Firat-cless citizenship. LIBERATION.

What is so difficult about accepting the physically disabled
in our midst? Seeing them zs human beings like others, with
similar aspirations, needs and ambitions, but with physical
manouverability problems and limitations?

Other people have limitations, albeit less cobvious ones.
Scmetimes much more debilitating cnes.

Can we not stress the many similurities rather than the few
differences? Can we not accommodate those extra physical

" needs in as natural a manner as possible® D¢ Je aave 0

focvr mm 8 whrilthalir or other physical aid as the primary

cefining ~rhacaccesrzior of taal Lelagy



"Make 0o agsuptionsi"
~ .Sondra Diamond, psychoclogist

Lét ME be me. A perscn who is psrt of a fanily,
wanta to love, to help, to share, to contribute.
Ingide of my body, I am the same human being as you.

Let me AMONG you. To work by your side, laugh and cry
with you, stumble and succeed as you dog to face the
challenges of living.

Living beside YOU.
In your commmunities, your bmmmgs, gour hones.

Why NOT?-

Why not change your attitudes to focus cn the ABILITIES,
not the dis-ability.

"Don't do me no favour8...”

Dontt make my decisions for me, deprive me of my
responsibilities, over-protect me, patronize me. '
DPon®t imprison the real me in your fearful perception of me.

Give me FREEDOMS such s you enjoy, and struggle with. .

Payéhological fresdom =~ %o develop &nd express myself,
to be stimulated, to be motivated.

Social freedom - +to be expoped to people and to activity,
to choose my style, my way.

Economic freedom -« +to be given opportunities, to work as
you do, to be productive in my way.

. Do you realize that I value INDEPENDANCE as much as you do?

*You are & child of the universe,
1o legs that tie trees and the stars
¥ou have a right to be here."

- Max Ehrmann
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ALTERNATE HOQUSING

“Alternate" housing for physically disabled perscn:s implies noneir-i-
tuticnal housing; housing that is “normalized”, that is integrate)
both physically and socially into the regular housing-provision
systems and structures, and which encourageslits recidencs to innre-
act with equal efforts and freedoms within the commu:ity. In te
case of severely physically disabled persons, such hcusing must pro-
vide accessibility, functionality and economic feasibility. Win
necessary, it must also be supplemented by adequate, jermanent pexe
sonal help and by special-use equipment and technicél aids wh.ce
possible. Alternate housing includes living in privace homeg in

apartments, and in communes or cooperatives.

The Quebec experience with alternate housing is in the fiell of
apartment living. For more than two years Projet Normalisa ion has

. been functioning in Montreal, working to promote the concep: of
integrated housing and to implement the provisions of the cimponents
required for independant apartment living for young sewverel; physically
disabled adults. To achieve these ends, Projet Normalisatizn has
used the vehicle of a three-year demonstvacion project which hné the

support of the federal and provincial social welfare authorities.

~ The efforts of the demonstration project are mainly coirdinative.
To the various agencies vhich are responsible for providing the
housing and the service component in the province, the project pre-
sents them with the immediate need of the disabled, anc cdvocates
that they expand the resources within the various exi:cirg resource
delivery systems to include also the needs of physically handicapped
persons. Projet Normalisation further helps the autheorities to de-

fine these needs and provide the appropriate rescurce allocation.




Such an approach has proven successful in -epening doors for negoti-

ations for two reasons. First, because as a pilot demonstration pro-
ject it does not directly threaten to disrupt the existing delivery

systems, and does not demand a tokal initial commitment.to-the-cause
on the part of those who are willing to cooperate with us. It offers
a trial and error method, open Ls changes and modifications along the

way, and can even encompass failurz and rejection. '

Second, the project gains a certain status because it is couched in
the methods of a pseudo-scientifc vesearch programs 1t is thoroughly
documented along each step of the way, closely monitored by the fede-
ral and provincial governments, and professionally evaluated as to

efforts, efficiencies and effects.

Since it is a demonstration project, the principles and practicali-
ties of integration in terms of independant apartment living can be
gradually and comprehensively explored as & pilot experience. The
wmany individuals and agencies involved are continually assessing feed-
back, both as to methed and result, and there is constant review and '
evaluation of what has been accomplished before a further step is

.proposed.

The project has now been more than:two years in progress, and has
given concrete results which provide positive feedback and form real
precedents on which to develop future work. As a sequence to the ini-
tial stage, the majority of the agenciles with which we have collabora-
-ted no longer regard the project as a "demonstration”, They have
convineeZ themselves that the objectives which we had set forth are
feasible and desirable, and they have adopted poiicies and budgets

to incluce the requirements of integrated aousing within cheir man-
dates. Thus the pilot project has offered an acceptabie wmeans to ex-
periment wit?%ew apprnaches, and existing systems are now being perma-

nently adapted to include the needs of physically disatled persons.



One of the objectives of Projei Normalisation specifically stipulates
that young quadraplegic adults should be integrated in independant
apartments, and many of them are presently living on their own. Their
apariments are mainly located in aocisl housing projects which are
rented at a rent geared to inconz scale. The initial furnishings

fof the residents have been paid by the Sccial Affairs Departuent,
and the personal services, as individually necessit ated, are proviced
on a home-visit basis and fully subsidfzed by Socisl Affairs. Eac:
of the individuals are happy and proud to be on their own, "“chez nyi"
as they iay. They ask for various amounts of personal services, f:om
none st all to a fair smount, but in addition to this type of "foraal"
help, they depend on other soccial contacts which they have made ani

which give them a great sense of parsonhood - and we ave happy tor itl

.fhe majority of the units that have so far been handicap-modifiec
'arc locited in Senior Citizens"housing. We had fearad that placisg
young disabled adults into such an environment would be only partinle
1y 1ntegtat1ve, and therefore only semi-normalizing, but the expeii-
ence to date seems to erase that fear., The majority of the disablad
1nhab1tants have arranged active lives of their own, and thereforu
‘are not deeply conscious of their surrounding neighbours. Thus thoy
.are very liztle aifected by the fact the senior citizen residents
_have different socio-psycho.ogical attitudes and needs than their
:own. The young residents sre mainly satisifed with the buildings
and apartments as such, and their sense of having a normal life.style
:15 not at all diminished.

:Tbehmddifiédrdﬁits are in‘high»risé.ﬁuildings of six to nine floors
-éiéﬁ“one modified aﬁértﬁené'pc:.fléo(. This arrangement works well,
.both in terms of design layout as well as of dispersal of the disabled
jthroughout the building. The problem of firc safery has been brought
up often. The operative response is that the building administrators

and the disabled temants work iInm close cooperation with the fivz de-




partments, which all keep on file in what buildings and on wiat floors
disabled persons live; whether they are elderly or young adu.t tenants.
In addition, special fire department "invalid" decals are pliced in

the window of each handicap unit for easy identification, so that in
case of fire emergency the firemen would rescue the tenants there

first.

The local municipal housing planners, architects and adminis:rators
are not unduly worried about fire safety, becausa they feel .ssured
that their buildings are increasingly more fire-proof, for butter
safety of all tenants. In case of emergency, they prefer that all
teﬁants use the balconies as escape locations to get out of tie smoke.
In the handicap units, the balconies are made whzeslchalir-accessidle,

and smoke detectors are installed in all apartments.

As regards other modifications in the handicap-adapted units, we have

asked for only slight changes and additions, for two reasoms.

A First, it is easier to convince the architects and sdministratoxrs that

if only minor changes are necessary, this implies littlie additional
work and wminimal extra cost. It is easier for thé authoriiies to ace
cept our basic request and it alleviates their fears that they will
comuit themselves to creating "special facilities" and undesirably
different apartments which would be inconvenient for the able~bodied,
if such were the need. Basically, therefore, the request i3 only for
simple removal of accessibility and functionality barriers. These
constitute minimal design criteria which sre wel) within the scope

of every architect and which contribute a negligeable cost increment.

Second, we try to encouvage the disabled tenants to adapt to an al-
rost '""normal'' apartment unit, sc that they will develop coping mecha-
nisms that will enable them to function, as independantly as possible,

in other standard accommodation situations. This forms an imporzant
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part of the normalizing process. Instead of relying on speciai

built-in features, we emphasize »he help of an occrpational thera-
pist to develep simple adaptations and teach specific types ¢f ma=-

nouvers o increase individusl functioning.

So far, we have found no major short-comings in this type ol approach,
and we have noted an improved self.image of the residents bucause
they are pleased that they are living and coping in a stand.rd fa-
shion. They are also finding that they gradually come to di more

and more for themselves, and are amazed by their own increasad
abilities and strengths. Though originally many feared the ‘é5pon-
sibility of having to deal with firancial independance and ito pro~
blems, they are all managing well, whether they receive study grants,

welfare, salaries or other income. All are proud of their aciieve-

‘ments and life-style, and as a result they have 2 high self-eiteen.

In the orientation of the demonstration project, Prciet Normalisation
BiS:COhtlnﬁhlly‘resisted the desire to satisfy, in a band-aid fashiom,
the imnediate needs of the disablad population becaure it is cur be-
liaf that ”lpecial" housing colutions are too often (nly one=shot

v - o - . . .- 2. -
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nglsvagq.pxpviﬂe only short-term relief. o - } !
%

sexrvice needs of the disabled, so that a natural availahility of theso

rasources will be assure n the future fpr‘all who requice them. i
These kind of objectives demsnd a more difficult and tim:-consuming

process, becsuse they require ths c@opezqtgoﬁ of the many authorities

waich have jurisdictio?kvar the many diifereni.ra1’iremenna that make

up. "irtegrated housing®. We do net sccept thet the vepresentatives

of the public sector 1gn§re their responsibilities vis 3 vis the

disabled portion of the total populaticn which they are mandated to

sexve,



But in conc%usien, it is important agaim to focus attention on .the
disabled individuals themselves. The success of Projet Normalisation
is i{ts emphasis in stressing that the creation of integrated housing
resources puts the responsibility of living on the imdividuals them-
seives. Xt is up to them to utilize those measures which have been
provided for their use. This methed of helping disabled persons help
themselves must be the ultimate goal of all those who are truly

working on behalf of the disabled population.

" Patricia Falta, M. Arch.
. Environmental Designer
January 10, 1977
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Daniel M. Carney
Deryl K. Schuster
Patrick J. Regan
Richard C. (Pete) Loux
Crawford Barber

Joe L. Childs

John F. Jonas, Jr.
Executive Vice President

CEREBRAL PALSY RESEARCH FOUNDATION OF KANSAS, INC.
4320 East Kellogg ® Wichita, Kansas 67218 e (316) 683-5627 e 1 (800) 362-2211

February 22, 1977

Mr. Lex Frieden

New Option Research Director

Texas Institute for Rehabilitation
and Research

1333 Moursund Avenue

Houston, Texas 77030

Dear Mr. Frieden:

On behalf of the Cerebral Palsy Research Foundation of
Kansas, we would like to take this opportunity to thank you
for your participation in our recent Environmental Barriers
Workshop. From all indications, the conference was a great
success. This success was, in no small part, due to the
active participation of persons like yourself. The inter-
action of those persons affiliated with diverse segments of
the rehabilitation movement was gratifying to see and re-
sulted in a workshop which was worth the great amount of
effort expended in planning and organizing it. You are to

be commended for your active and provocative participation.
Thanks again.

Sincerely,

%‘Hﬁeslie, Jr., %

Director, Rehabilita n Engineering Center
6 ge of E ing, Wichita State University
‘b'! ;

John F. Jonas, Jr.
Co-Director, Rehabilitation Engineering Center
Cerebral Palsy Research Foundation of Kansas, Inc.

-

JHL /mm




WILLIAM A. SPENCER, M.D.
Houston, Texas

12/30/76

Lex = Dr. Spencer thought you would be
a good person to be involved in this
activity = if you have the time and interest.

If you think you would like to participate,
I suggest you write them (with registration
or whatever they require) and tell them
that he asked you to participate in his
stead.

Nelda Mntgomery




Daniel M. Carney
Deryl K. Schuster
Patrick J. Regan
Richard C. (Pete) Loux
Crawford Barber

Joe L. Childs

John F. Jonas, Jr.
Executive Vice President

CEREBRAL PALSY RESEARCH FOUNDATION OF KANSAS, INC
4320 East Kellogg ® Wichita, Kansas 67218 e (316) 683-5627 e 1 (800) 362-2860

December 22, 1976

Dr. William A. Spencer, Project Director
Rehabilitation Engineering Center

Texas Institute for Rehabilitation and Research
1333 Moursund Avenue

Houston, Texas 77025

Dear Dr. Spencer:

The Cerebral Palsy Research Foundation of Kansas in cooperation with
the College of Engineering of Wichita State University has been se-
lected by the Rehabilitation Services Administration to conduct a
workshop on the general theme "Environmental Barriers to the Disabled."

This event will be held on February 6, 7, and 8 at the Holiday Inn
Plaza in Wichita, Kansas.

The workshop will focus on the following barriers as they relate to
the physically disabled.

. Service Delivery System
Vocational and Employment
Architectural

Educational
Transportation

. Attitudinal

Recreational

N OB WN
. . . .

Specifically, the conference will deal with the development of
strategies relative to the creation of a meaningful lifestyle for
the severely physically disabled through rehabilitation engineering.
It will attempt to integrate the seven elements listed above with
the medical restoration research being conducted at the other REC's.
Additionally, it is anticipated that the workshop will serve to
broaden the area of responsibility of the rehabilitation engineer to
include those matters which, up to now, have only received cursory
attention. The enclosed diagram attempts to explain, in a pictorial
fashion, the goals and objectives of the workshop.

We would appreciate your attendance at this conference. If your
schedule does not permit your participation, please bring this
matter to the attention of your colleagues who you feel could make
a positive contribution by their attendance at the workshop.




December 22, 1976
Dr. William A. Spencer ‘ Page -2-

Advanced motel reservations will be made in your name upon receipt

of the enclosed conference questionnaire. This questionnaire should
be returned no later than January 7, 1977. A copy of flight schedules
into and out of Wichita via the major airlines is enclosed for your
travel convenience.. The cost of travel and subsistence (up to a
maximum of $33.00 per day) will be reimbursed by the Cerebral Palsy
Research Foundation of Kansas if this assistance is requested.

We sincerely appreciate your interest in this most meaningful activity
and we look forward to your participation with a great deal of antici-

pation.
. truly yours
Q\I&gg&&% ,

v

Leslie, Jr., Ph.D

onas, .
Co-Director, Rehabilitation Engineering Center
Cerebral Palsy Research Foundation of Kansas,

Inc. :

Enclosures: Flight Schedules
Agenda
Diagram
Participant Questionnaire

Note: Limousine service is available from Wichita Mid-Continent
Airport to the Holiday Inn Plaza on approximately a 45-
minute periodic. basis during the day. At evening hours,
the schedule varies somewhat but the service is still
available.

cctor, Rehabilitation Engineering Center
inpeering, Wichdita State Univer.



. TITLE:

Sunday, February 6

Monday, February 7

Tuesday, February 8

WORKSHOP AGENDA

7:30
8:00
9:00

8:00
9:30
10:00
11:30
12:00
1:00
4:00
6:00
7:30

8:30
10:00
10:30
11:30
12:00

1:00

2:00

a.m.
a.m.,
a.m.
a.m.
Noon
p.m.
p.m.
p.m.

p.m.

a.m.
a.m.
a.m.
a.m.
Noon
p.m.
p.m.

Environmental Barriers and the Disabled

Registration
Keynote Address
Social Hour

(food and drink)

Guest Paper Presentations
Coffee Break

Guest Paper Presentations
Instructions to Workshops
Lunch

Workshop Sessions

Free Time

Dinner

Social Activity

Workshop Presentations
Coffee Break

Workshop Presentations
General Session

Lunch

Issues/Answers
Adjournment



CPRFK
REC

Environmental Barriers Workshop

8 4

Vocational

Vocoﬁonc\

. . . . r—* . .
Attitudinal Transportation Housing Transportation l¥Atmudmctl

vice pelive™
v

Se

February 6,78, 1977
Holiday Inn Plaza
Wichita, Kansas

SPONSORS: Cerebral Palsy Research Foundation of Kansas

College of Engineering, Wichita State University

PHONE: 316-683-5627
316-689~3425

after 5, 316-838-8600




REHABILITATION ENGINEERING WORKSHOP
February 6, 7, and 8
Wichita, Kansas

THEME: Environmental Barriers and the Physically Disabled

!
CO-CHAIRPERSONS: Ms. Pamela J. Cluff, Member of A. W. Cluff
& P. J. Cluff, Architects

Mr. Thomas Moses, General Manager, Reedy Creek
Improvement District (Disneyworld)

Tentative Speakers: The following persons represent the diverse
fields of rehabilitation engineering,
transportation, education, vocational and
employment, housing, recreation, service
delivery, and legislation both from a
public and private viewpoint.

Housing---Mr. Ronald Mace, Barrier Free Environments, Inc.
Transportation---Mr. Ira Laster, Department of Transportation
Education--~Dr. Max Mueller, Bureau of Education for the Handicapped
Service Delivery---Dr. Morton Leeds, Department of Housing & Urban
Development
Rehabilitation Engineering---Mr. Douglas Hobson, Rehabilitation
Engineering Center, Memphis State
University "
Service Delivery---Ms. Jane I. Staub, MA, Psychologist, Ontario
Crippled Childrens Center
Legislative---Mr. Richard Loux, Former Minority Leader, Kansas
House of Representatives
Recreation---Mr. Ronald Adams, University of Virginia, Theraputic
Recreation
Aging---Dr. Edward Peizer, Veterans Administration
Economic Analysis---Dr. Allen Schuermann, Wichita State University

Conference Participants: Representatives from all of the
Rehabilitation Engineering Centers supported
by the Rehabilitation Services Administration
of HEW will be in attendance. Also,
persons from local and regional vocational
agencies will be present. Education
representatives will be included as well
as local members of various housing
authorities. The workshop will also be
attended by members of local and state
industrial organizations. The disabled,
themselves, will be active participants in
the conference.



CONTINENTAL - to Wichita

From Leave Arrive Flight
Denver ' 12:15 pm 2:22 pm 24
4:07 pm 6:14 pm 426
. 2 N\ \
Houston 2:25 pm 4:32 pm a3\
Los Angeles 8:25 am 2:22 pm %W
11:55 am 6:14 pm 910/426
Oklahoma City 3:55 pm 4:32 pm 443
Portland 7:55 am 2:22 pm 420/24
12:00 noon 6:14 pm 426
Seattle 8:45 am 2:22 pm ,456/24
- 12:00 noon 6:14 pm 908/426
CONTINENTAL - from Wichita
To Leave Arrive Flight
Denver 3:00 pm 3:13 pm i
4:55 pm 5:08 pm 443
8:05 pm 8:18 pm 427
Houston 6:39 m 8:47 pm L 426
Los Angeles 4:55 pm 7:04 pm 443/605
8:05 pm 11:06 pm 427/43
Miami 6:45 am 12:38 pm 430/954
. Oklahoma City 6:45 am 10:57 am 430/291
Portland 4:55 pm 8:03 pm 443
8:05 om 10:37 pm 427
Seattle 4:55 pm 8:15 pm 443/989
4:55 pm 9:00 pm 443
8:05 pm 11:00 pm 427/431

Note: These suggested flights are representative of those that will allow you to
attend the entire workshop. Please schedule accordingly.
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WELCOME

The Cerebral Palsy Research Foundation Rehabilitation
Engineering Center and the College of Engineering at Wichita
State University would like te¢ take this opportunity to
welcome you to the city of Wichits. Additionally, we are
delighted that you could find time in your busy schedules to
attend this most important conference.

FURPOSE

This conference entitled, "Environmental Barriers and
the Physically Disabled", is designed to determine short term
and long term game plans for an integrated approach to the
solutions of the problems of the severely disabled through
the media of rehabilitation engineering. The theme of the
conference is devoted to developing a meaningful lifestyle
for the severely disabled, again through rehabilitation

engineering.

The scope of the conference is such that we will deal
with the following eight aspects of rehabilitation engineer-
ing as it relates to the solution of the problems of the
severely disabled.

| 1. Attitudinal Barriers
Architectural Barriers

Barriers to Effective Transportation

2
3
4. Housing and Service Delivery Barriers

5. Vocational or Employment Barriers

6. Barriers to Effective Education

7. Barriers to Meaningful Recrcation

8. Darriers Facountered bv the Aging

All of the presentetions scheduled for Monday morning

will address various aspects of the topics as they relate to
the disabled population and the rehabilitation engineer.

_The presentations are to inform and stimulate your

thinking so that you may actively participate in the Monday
afternoon workshop groups.



SPONSOR

This conference is being sponsored through a grant
from the Rehabilitation Services Administration (RSA).
RSA is extremely concerned that a near term and long term
rehabilitation engineering strategy be develoved to recog-
nize all facets of the problems associated with the severely

disabled. It is to this end that this conference is dedicat:d.

The following pages present a detailed agenda of the
conference. All attempts will be made to adhere closely to
the agenda and still give the attendees, as well as the
speaker, ample opportunity for an appropriate dialogue such
that all of us will receive from the conference new ideas
that we can apply specifically to ocur field in dealing with
the diverse problems affecting the physically disabled.




STEERING COMMITTEE

Mr. Joseph Traub ,

Office of Human Development

Department of Health, Education and Welfare
330 C Street, S.W. ‘

Washington, D.C. 20201

Mrs. Pamela Cluff

A W. Cluff & P.J. Cluff Architects
191 Eglinton Avenue E.

Toronto, Canada M4P 1K1

Mr. Thomas M. Moses

General Manager

Reedy Creek Improvement District
P.0. Box 36

Lake Buena Vista, Florida 32830

Mr. Anthony Staros
Director '
Veterans Administration
Prosthetics Center
252 Seventh Avenue
New York, New York 10001

Mr. John F. Jonas, Jr.

Co-Director

Cerebral Palsy Research Foundation
Rshabilitation Engineering Center
P.D. Box 8217

Wichita, Kansas 67208

Dr. John H. Leslie, Jr.
Co-Director

Cixebral Palsy Yesearch Foundation
Rehabilitation Engineering Center
P.0. Box 8217

Wichita, Kansas 67208



REHABILITATION ENGINEERING CENTERE

Dr. James Reswick

Project Director

Rehabilitation Engineering Center
Rancho Los Amigos Hospital

. 7601 Bast Imperial Highway

Downey, California 90242
Telephone: 213-922-7167

PGN 23-P-55442/9

Core Area: “Functional Electrical
Stimulation of Paralyzed Nerves
and Muscles"

Dr. Richard Herman

Project Director

Rehabilitation Engineering Center
Kruzen Research Center

Moss Rehabilitation Hsopital

12th Street & Tabor Rcad
Philadelphia, Pennsylvania 19141
Telephone: 215-221-3645

PGN 23-P-55518/3

Core Area: ""Neuromuscular Comtrol
Systems” v

Dr. William A. Spencer

Project Director - :
Rehabilitation Engineering Center
Texas Institute for Rehabilitatrion
and Research

1333 Moursund Avenue

Houston, Texas 77025

Telephone: 713-797-1440

PGN 23~P-57888/6

Core Area: "Effects of Prezsure on
Tissue"

Dr. Warren G. Stamp

Proie~? Dirzctor

Rehapilitacion Engineering Center
University of Virginia
Charlottesviile, Virginia 22901
Telephone: 804~924-5551

PGN 23-P-57995/3

Core Area: "Spinal Cord Injury"

Dr. William Berenberg

Project Director

Rehabilitation Engineering Center
Chiidren's Hospital Medical Center
300 Longwood Avenue

Boston, Massachusetts 02115
Telephone: 617-734-6000 Ext. 2866
PCN 23-P-55854/1

Core Area: "Sensory Feedback
Mechanisms"

Dr. Clinton Compere

Project Director

Rehabilitation Engineering Center
Northwestern University

345 East Superior Street

Room 1441

Chicago, Illinois 60611
Telephone: 312-649-8550

PGN 23-P-55898/5

Core Area: "Internal Total Joint
Replacement”

Dr. Paul Bach-y~Rita

Project Director

Rehabilitation Engineering Center
Smith~Kettlewell Institute

of Visual Sciences

2232 Webater Street

San Francisco, California 94115
Telephone: 415-563-2323

PGN 23-P-57590/9

Core Area: "Sensory Alds"

Mr. Jobtn F. Jonas, Jr.

Dr. John H. Leslie, Jr.

Project Co~Directors
Rehabilitation Engineering Center
The Cerebral Palsy Research Foundation
of Kansas, Inc.

4320 East Kellogg Street

Wichita, Kansas 67218

Teiephone: 316-683-5627

PGN 23-P~57960/7

Core Area: "Vocational Aspects of
Rehabilitation"
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WORKSHOP INSTRUCTIONS

In developing a workshop format, in order to address the many issues
associated with the problems of the physically disabled, the following
items should be kept uppernost in mind when discussing specific questions
included herein.

1. Target groups or elements of the handicapped population
should be identified as related to the questions and issues
raised in the workshop.

2. The sheer magnitude of the problem should be defined both
on the basis of present estimates and on the basis of futwre
projections or trends.

3. Available knowledge should be identified as it relates to
research developments affiliated with the physically handicapped
in a clinical envirorment as well as those research develop-
ments which affect the physically disabled client as related to
his/her home or industrial envirorment.

4. Gaps in available knowledge as related to the apprdpriate
client population should be identified and, if possible,
quantified.

5. Specific areas of fundamental and applied research dealing
with environmental barriers for.the physically disabled
should be identified on both a short range and long range
basis and priorities developed as well as funding sources
identified and quantified.

6. Information dealing with the broad area of envirormental
barriers and the ohysically disabled should be identified
and disseminated to user organizations both from an infor-
mational point of view and from a training point of view
so that professionals can be trained in the field.

"~ 7. Service delivery strategies ‘should be developed in order
that services resulting from rehabilitation engineering
research can be delivered to the user population.

In discussing these issues, it should be realized that all facets
of a disabled person's life should be considered, i.e. From infancy
through adolescerce and adulthood to his senior years.
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Rehabilitation Engineering - Thoughts about the Present and Future

Douglas A. Hobeon, P. Eng.

I have been asked to discuss the role and contribution of
rehabilitation engineering as it relates to service deliivery, vocationm,
architecture, education, transportation, recreation, and societal at-
titudes ~ - and do it all in ten wminutes. I suppose 1 could ramble
through a series of slides depicting éaptain Marvel with his flashing
lights and computer princ-duts doing all kinds of "far-out" things - -
with some of them even benefiting patients; but I do not think that that
would serve to impress anyone in this audience, I'm sure that most people
in this room have few doubts that the judicious application of science and
technology has tremendous potential for enhancing many aspects of the lives
of the physically haudicapped populgtion.'

I would rather spend the short time I have discussing with you some
basic issues about the field of rehabilitation engineering most of which
ére relative to the focus of this workshop. I should say at the onset that
some of the views I will be expressing will not entirely be mine, as some
will be opinions contributed by others at the recent workshop in Knoxvillefl)
or at previous workshops held under the auspices of CPRD?Z) The factual

information I have manipulated from several references that I have listed

at the end of the paper.

Brief Background
Over the past twenty years a variety of Federal programs have attempted'
to direct advances in technology to the needs of the physically handicapped

population. To date, the greateat successes have been made in the fields



of prostehtics and orthotice. These advances have come largelv aq a result
of the close coordination, consultation, evaluation and disseminativn elforts
carried out by the formed Committee of Prosthetics Research ani Development,
of the National Academy of Sciences. A major commitmeant to revearch and
development in the fielde of prosthetics and orthotics by federal agencies
such as the Veteran's Administration (VA) and the Rehabilitaticn Services
Administration (RSA), Department of Health, Education and Welface provided
the funding base necessary to achieve thesg advances. This effurt was iurther
gupported by the strong prosthetics and orthotics industry that has a well
established service delivery system. In general, progress im other areas
invelving the application of technology to the severely handicapped have not
experienced similar successes. .

Throughout the 1960's, sttempts were made to tramsfer sophisticated

eveieped .

technelogszy the National Aeronautics and Space Administraticm (NASA), the,
computer industry, and other space-age technical spin-~offs intc the clinical
getting. This effort was abandoned after eight years as no significant
succeos was achieved. The major difficulties stemmed from the inability of
the involved disciplines to communicate effectively, and from the fact that
there was not a mechanism within the clinical enviromment that could inte-
grate the technology in a manner that was acceptable to patients. A more
realistic appwmoach has placed engineers, physicians, and related professionals
together in a clinical setting to work directly on patient problems. Thig
approach has been termed rehabilitation engineering, and received a wajor
program commitwent by DHEW in FY 1972, and also more recently by the VA.

Specific areas of concern have been delineated fur rehabilitation
engineering which distinguishes this RSA program from the biomedical en-

gineering program of the National Institutes of Health (NIH). The RSA plan



called for the establishment of a network of rehabilitation engineering

centers throughout the country. Since its inception in July 1971, seven
fehabilitation engineering centers have been established within complexes
that combine medical and engineering regsources with a commitment to re-
hebilitation services, research, aad training programs. Each center has
been charged with a corewareﬁ of research with an obligation to function as
a cooperating member of the center network for the purpose of information

exchiange, evaluation, and education.

Objectives of Rehahilitation Engineering

Rehabilitation engineering is a new and rapidly developing sub-specialty
of medlcal engineering. The field is in a very dynamic state of growth,
and at this time no clesr picture emerges as to the ultimate scope and
boundiries of the field. ﬁowéver, the objettives of rehabilitation engineefing
are filrly clear and have not changé: substantially since its inception in
1971. 1 wish to present & few definitions to you, the first of which was
develiped in 1971 at CPRD workshop,(Z) and the second was derived at the
recent: Knoxville meeting;(l)
1) "vehabilitation engineering strives to emhance the lives of the physically
handicapped through clinical involvement in a total approach to rehabilitation
combin ng medfcine, engineering, and related sciences and technology. "
(CPRD-.$71)
B! '"Fzhabilitation engineering is the application of science and technology
to imrove the quality of life for the disabled." (Kuwoxville - 1976)

I personally prefer the 1971 definition as it contains key words - -

"Clin.cal involvement"” and "total approach to rehabilitation'". Rehabilitation
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engineering like any other discipline needs a base or nucleus from whichk to
develop. It 1s my view that the clinical setting is the eppropriate en-
~vironmaﬂt in which Rehabilitation Engineering should grow its roots, and
then develop from that experience tc encompass the total rehabilitation
process. It wil%fiﬁrough a basic commitment to solving patient problems
that the field will besat develop its identity and strength. And upon: this
found:tion can be bLased the ongoing justificatiom for a national delivery
systen, aducational programs, research activitiee, and last but certainly

not l2a8t - the necessary financial support

Just/ficavion

The hallmark of our contemporary society is on the one hand the high
and accelerating level of science and technology and on the other, the
bas.c concern for the welfare of the sick afd the disabled. The challenge ,
of rehabilitation engineering is to ;arry the advances of the former with
th: needs of the later.

A conservative estimate is that at least 10 million of the country's

2{ million (3),phy91ca11y handicapped can benefit from some form of technology
1. their daily lives. Prosthetics and Orthotice have been the primary

curce of technology for the physically handicapped over the. years. Recent
itudies conduﬁted by the Committee on Prosthetics Research and Development(A)
.ndicate that appraximatel} 4 million individuals directly benefit from
vrosthetic and orthotlic services which are provided primarily by the private
sector. By daductidn, this weans that thers ave approximately 6 million
individuale who stand to benefit directly from sdditional types of technology

that are generally unavailable to them.

In many cases it is possible to change a disabled person from a ward




of society o a contributing member thereby providing a direct ecohouic
cost/effectivenass measure which justifies rehabilitation engineering.
However, when measures of improved quality of 1ife through reduced dependency
and increased life activities are msed,rehabilitafion engineering, to the
extent that it is successful, is totally justified aside from cost. There-
fore, it would be Rotslly immoral to decide pn the social worth of rehabili-
tation engineering on the bagis of financial cost/effectiveness alone - -

although costs must, and always will be,of major concern.

Current Status

At the present time there are seven rehabilitation engineering centers
establighed within the RSA network, and approximately an equal number of
clinicallw based programs functioning within the VA structure. The strength
of these programs is their legisliated support which provides a stable finan-)
cial base for both manpower and pr@g}am development. Each ceanter within
the RSA notwork has adopted a2 core area of research, and in total there is
probably ia excess of 150 research projects actively being carried out; with
an additional 59 projects being supported as individual research projects.
Throughou: these projects, there is in excess of 150 engineers, therapists,
research tcientists, prosthetists, orthotists, and other professionals workiﬁg
on projects "to improve the qualiﬁy of life for the physically handicapped.”
It is unlortun;te that at this time there are probably less than six engineers
working 18 functioning members of clinic teams, with the direct responsihility
for delivery of newly developeﬁ, or available rechnology to solve patient
problems -~ - the stated cbjective of rehabilitation engineering. Nor do we

have an educational process by which individuals can gain the training and

- experieice necessary to perform this fundamental activity. Nor do we have a
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clear plan dewveloped for the evolution of & daiiyery syeten that is
nscaéaaxy to "packege"” technology in & maoner that 13 acceptable to consumers.
I do not mean to imply that the present research activities EEEX being
conducted under the umbrella of Rehabilitation Engineering :;;fpotential
for solving many of the problems experienced By the handicapped population =
az many are excellent pzojeﬁts. However, I do mean to imply that a partial
shift in ewmphasis 18 necessary, which will result in a greater commitment to
design aud development combiﬁed with an ongoing dedication to solve patient
probléma - 1f the essence of rehabilitation engineering is to be justified
in this decade. The point is, that many of the every day problems ex-
perisnced by the handicapped population have solutions Qithin the armanen-—
tarium of available technology. The challenge that is before us is to identify
and medify this technology in a msmner that will veesult in concepts and
devices that will offer immediate ﬁgpafit“fot the handicapped. Failure o{
those within the present network to responad to this need for an identifiable
clinical component, combined with communit§ 6utreach activities that can

éitectly benefit those in need, will greatly reduce the effectiveness and

basic justification of rehabilitation engineering in the years ahead.

Challenge for the Future

I have outlined in a genetal way the status of the field, the de-~
ficiencies as I see themjand now I would like to conqluﬂe by discussing
vhat I feel wre ooy hzilenges for the future; particularly as they relate
to the theme of this workshop.

I am most pleased to say that many positive steps have been taken in
the last year or so; that if realized will resolve many of the concerms that

have been mentioned above. For example, more emphasis has been placed on
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reszarch and 'evelopuent projects thst have immediate prospects for patient
apylication. Bowz of these developwents are now finding their way to manu-
facturing am. distribution and are becoming available to others on a national
basis. The Knovville workshop has produced strong recommendations for a
pilot educ:tion project in wzhabilitation engineering, which could form the
bagis for .he d:velopment of a national training program that will provide
the manpoer neessary to get the job done in the veare ahead. Plans are
smderway for tle establishement -of a number of demonstration service delivery
mcdela,:@mpletz with identification of poteuntial third;party paywent for
sexrvices.

44, as we ldentify new needs and visualize the growth of.rehabilitation
engi.cering to encoupass community based problems of, home and work en-
vivnment modificat:ions, transportaticn problems, recreatiodal needs, archi-
t:ctural attitudes, nd education of  the ha;dicapped = = my plea is, let's »
be realistic.

Let's not forger rehabilitation engineering has only been formally
récognized for five yiars; and its fouudation'is gtill weak and uncertain,
its "bench strefigth" ‘g lousy, and an organized system to "deliver the goods"

Ll

is non-eximtent. Let g net repeat the mistakes of the 1960's by dumping
techniclogy on the lives of handicapped with the implication that the onus

is on them to e grat:ful and accept it even if it generates more problems
than it solves. Let's not forget that technology as Lt relates to the needs
of the ‘nandicapped éanerally requires some moderating influence; which may
be in t he form of a clinic team approach, an involved consumer advocate, or
@ settiig in which the consumer himgelf caa make his or her needs and desires
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