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Foreword
5 by

Norman Acton, Secretary Générai
Rehabilitation International

"Particination” has bécome one of the most dynamlc roncepts be1ng
employed in efforts to understand and find solutions to the probiems of

disability. Thinking about it has emerged as a loglcal deveiopment from

the examinations of normallzatlon, integration, malnstreamlng, equal

rights and independent living that have dominated the discourse of the
past decade.

) The global nature of interest in it was demonstrated when the
United Natlons General Assembly adopted “"FPull Participation and Equali-
ty" as the theme for the International Year of Disabled Persons in 1981.

Its spirit was reflected Inrthe proposai of the Assembly's advisory

committee, representlng 23 nations in every stage of development, that

the name of IYDP be the International Year of Disabled Persons, not the
vear for them:

At the 14th World Congress of Rehabilitation Intérnational, in

Wlnnlpeg, Canada in June 1980, one of the major events was_an all- day

workshop on "Participation of People with Disabilities in Rehablllta—

tIOh’" Representatlves of dlsabled peoples organlzatlons, of govern-

mt "ities spoke about and dis cussed the issues 1nvolved in generatIng
the full participation of people w1th dlsabllltles in decisions affect-—

ing their lives—-decisions about their individual programs for rehabii-

itation, about the design of the programs themselves, and. about the
legislation and administration through which society responds to the
problems of disability. - -

Thls volume of papers, selected from those presented to the Par-
t1c1patlon Workshop and other sessions of the 1980 World Congress, pre-
Sents the thinking of leaders from ten countries: It provides a global

overview of the stage for deveiopment of the participation concept and
its appllcatlon

An analy51~ of theipapers shows that some of the central ques-
tions re‘ated to this topic require further exploration. What, for ex-

ample, are the socxologlcal underpinnings of "full part1c1patlon°" Are

thexe some eIements, or combinations of elements that must be present

before a mInorlty group can respond effectively to a soc1a7 reality that

excludes its members from the participation of which they are capable'>

To what extent is the development of significant act1v1ty by a dlsadvan-

taged sector of 2 population dependent on the education, tralnIng, eco-
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nomic security and political awareness of individual members? What are
the roles of militancy, charisma and dlSClplIne°

These and other questlons have led the publlshers to see. Valuer

in future publications on this subject, §99951ng more on the "why" and
"how" of participation of people with d;sabllltles in all areas of so-
cial life, from their own rehabllltatIon to the formulation of’ national .

policies. Reactlons and suggestions will be welcome.
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Introduction
by
. Donald E. Galvin, Ph.D., Director
University Center for International Rehabilitation

A 51gn1f1cant social movement becomes possible
when there is a revision ijn the manner in which
a substantlal group of peopie looklng at some

misfortune; see it no longer as a misforiune
warranting cnarltabie consideration but as an
injustice which is intolerable in society.

Turner, iééé

The University Center for International Rehabilitation (UCIR) was

founded on the premlse that a greater quantity and Quality of Informa—

tion exchanged across national boundaries can s1gn1f1cantly 1mprove ser—

vices to disabled individuals. Accordlngly,rthe project seeks to trans-
fer information from other countriés that will improve the development

and rehabilitation of individuals of all ages in thie Unxted States and
to provide technical assistance to rehabilitation per sornmnel in imple-
mentlnq what is traanerred -

As one of our 1n1t1al efforts, a conference was held at Mlchlgan

State University in March 1979 to identify those major domestic con-
cerns .or needs that might be relieved thiough international study ) Not
surprisingly, consumer part1c1patlon in rehabilitation policies and ser-
Vice programs was identified as a topic that should be pursued by UCIR.
Participants were aware that in 1975 the United Nations General Assembly
had adopted a Declaratlon of the nghts of Disablied Persons and that in
1976 the General Assembly voted to proclaim 1981 the,Intérnational Year
for Dlsabled Persons (later to be app“oprlately chariged to the Interna-
tlonal Year of Dlsabled Persors) which has as its theme "Full Partici-
pation and Equallty 1t was elso of note that the 14th World Congress
of Rehabilitation International adopted "Partltlpatlon of Peoplc with

Disabilities in Rehabilitation” as one of their five major congress con-
cerns.

As Ed Roberts stated at the UCIR conference "The future is in

the young, and I don't want to see another generation of young people

with disabitities become older dependant_ people with disabilities. I
think that with the new laws, Such as P.L. 74- 142, and the movement for
1ndependent llVlng across this country, we are goxng to see a generation
that's younger; independent, dynamic, 1nvolved peopie whe have a choice
to be a part of their community and to be a part of their society._ And

to me, that's my dream. People with disabilities are finally jolnlng in
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N /7 In a similar view, the executive sgcretary of the International
“Year of Disabled Persons recently wrote, "In fact, disabted persons will

vi

that struggle and together we are going to change society ‘undamentally,
and we are going to changé the world in a way its never seen before."

be effectively integrated only if we can free ourselves from our panic,
our taboos and the childish attitudes that hold us captive and keep
alive our prejudicés§ regarding particular categories of society who are

set apart from thé human race: The social rehabilitation of disabled-
persons would become a reality if and in so far as we succeed in radi-

cally changing our attitudes andibéﬁgyiour towards disabled persons.
“Hen and only then will we have ceased to create handicaps for these

men and women, whether their disabilities are physical or mental."

 The World Congress provided a vital step in the dire~tion: of
chariging ourselves and society: At the congress, a number of reports
were givern by representatives of organizations of disabled pecple and
concerried others from a variety of countries.’ UCIR was particutarly
interested in this conference theme. Staff served as rapporteurs, par-—

ticipants, and systematically interviewed several of the representatives
present who were disabled.

 Representatives of UCIR and Rehabilitation International (RI)
agreed that these reports should be made available to the world reha-

bilitation community, bécausé they constitute the most comprehensive

§§étéﬁéﬁ£ to date of this worldwide sociaiim9ygm§ﬁ5. This collection
of papers will provide the reader with an overview of participation

philosophies, modéls, issues, and outcomes in ten countries.  UCIR and
RT will continiué to collaborate in this effort by way of further publi-
cations and efforts to facilitate the movement for participation of
people with disabilities.
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Consumers: Individuals
with Common Experiences

This publication begins by
looking at the basic element
of participation of disabled
people——the dlsabled _persorn.
The papers included in this
chapter illustrate some of the
many €xperiences that disabled
people Sharé. Dr. Mariamnne ’
Fritsch from the Federal
Pepublic of Germany discusses
self-determination of

handlcapped people in severatl
aspects of life; Bernard
Lesigne from France fooks at
thé everyday lives of disabled
people in his country,

. RKarl-Erik Karlssoil from Sweden

discusses disabled persons'
rights to information, and
Bengt tInqu1st from Sweden
analyzes the right to work from
a poIItIcaI perspective.

Chapter 2 will look_at

disabled people coming together

and acting together in groups.



O

ERIC

Aruitoxt provided by Eic:

v . 3w

SELF-DETERMINATION OF HANDICAPPED PEOPLE

B ‘ Dr. med. Marianne Fritsch,,Diréctor"
Senator Neumann Hom¢ for the Chronically I11, Fed. Rep. of Cermany

depict a dislocation of responsibility from the’ 1eglslature to sooral.

work? Or does self-determination of the disabled represent a belated
declaration of age for citizens of age? .

Is it only an inflammatory word in modern handlcap work? Does it

The tonstltutlon of the Federal Republlc of Germany sets forth,

Article 1, the . supreme low of the qountry The dIgnIty of man is invio-

lable. Human dignity is a deeply-felt part of man's intrinsic value and
indépeéndéncé; digriity confers an inner and a social recognition of the
value of earh person for his own sake. '

Each human belng, 1nc1ud1ng the disabied; is a person gifted With

the ablllty of leading his life under his own supervision and responsi-

blllty. EXterisive development of h:s personhood must be guaranteed.

The second article of the German oonStitution‘statésQT Everyore

has the right of frce development of his personality as long as he does

not v1olate the riqhts of cthers and does not transgress/constltutlonal
order and moral taw. The right of self- determlnatlon is thus guaranteed

to every German, including the handicapped. However, th1s law imposes

restrictions on the individual membérs of & community sug at, for
example, the intimate sphere of a fellowman or the 1nt’rests of, the com—
munity may not be cons1derab1y disturbed." /»

\ N

)

Also in Article 2, the rlgnt ‘to live 1é/exprEssiy confirmed.
Human life represents a maximum value within the constItutlonal order.

It is the vital basis of human digriity and the assumptlon of all.other

basic laws. This right to live also includes an entItlement to social

welfare for casés of indigence in order to protect life.

Artlcle 3 of the bas1c laws says ‘ATt human belngs are- equal

béfore the law. Consequently, the handlcapped are not a minority having
to struggle for social acceptance. If you compare Article 3 w1th'the,,-

principles stated in the UnIted Nations' Declaration on nghts of Handi-

capped Individuals, the same statements can be found thefbln
Biit what does realitv look like? ’ . . g

"1 our institution of severely handlcapped youth I have asked

1nd1v3duais andigrougs of different ages with diverse dlsabllltles to
express their opinion regarding self- ‘determination of the disabled. All

stated that they do not feel restricted in their 1nterests, sich as’ vt

ing, part1c1patIon in social and political 1life, freedom to choose their

religion, nor in their self- determination. However, they seé difficul-

¢

1j
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ties due to their dependence on care, Social welfare and institutional-
ization.

Coging with bisab;lity

The main problem méntiorned by all was coping with their individ-
4at disability in the first place. Everyone stili entertains hope that
there will sometime be the possibility of healing his disability, though
ail of them are aware that it will not be thc case with their individual
handicap. Individuals handicapped since birth, for example those with

cercbral palsy,; can arrange themselves far better in the course of time
than MS patients or those injured in accidents.

Some studénts mentioned that they had not perceived their handi-

cap as intensely when they were children; because they had béen secure.y
sheltered in their parents' home and beiieved in miracles. Oanly with
puberty and intellectual development did they begin to realize what kind
of 1ifé they would have to lead.

. Not being able to dance was a major concern. Dancing gives ex-

préssion to the joy of tife and the possibility of moving freely: They
are excluded from it because they are sitting in their wheelchairs.

This is whem the thought arises: Why do I have to be disabled? With
this, the stigma is born and accompanies them throughout life: Feelings
of guilt play a conciderable part. Fury, despair, lethargy, and loss of
control are expressions of this gquarrel wich the disability as a part of

one's own self:

77777ﬁﬁAh older handicapped womanrtoiarme: "ipwtﬁéwﬁééE the disébility
pqsse§sed me: I felt as if I was tied down. But now I possess the dis-
ability and I feel frée making decisions. This is the differencel!"

B

Barriérs to Independence in Decision Making

fiow free are handicapped people in making their decisions? How
inviclable is théir human dignity?77§§gitﬁey really develop their per-

sonality as freely us every norhandicapped person?

) A handicapped person whose -disability is not so_severe as to re-
quire special care or to require substantial social welfare assistance

has greater latitude in his choices compared to_a Severely handicapped
pérson. ‘He has free choice of residence (Article 11, Basic Laws. . How-
ever, if he requires a flat meeting tne conditions of tne disabled; a
corresponding flat will be assigned to him by the Administration for
Accommodation, not always located in the area he preferred.

12
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If he requires Constantﬁass}stahce for all daily activities, *hen

there 1s the possibility of admlttlng him as a helpless person into an
1nst1tutlon such as ours. Though he will have to give his permission to

being admltted there is seldom any other alternative. In such an insti-
tution his personal freedom will be somewhat restricted in favor of the
rights of the communlty In the beginning he may have no 1nfluence on
his preferred accommodatlon. For example; he may be assSigned to a mul-

tlple bedroon. - . Heﬁcan ne}ther choose the attendants and other care giv-
ers, nor his doctor or theraplst when he is in the hospital. The time

schedule for meals, getting up and going to bed are all fixed.

He s1gns a contract of care with the 1nst1tutlon, Wthh can be

annulled rec1procally. With this document he gets needed help and, . Un-

fortunately; even overprotection. The handicapped person himself may

determine the extent of the care he needs. If 1nst1tutlonal placement

is likely to be permanent, the handlcapped _person_ is tempted to .over-

estlmate the amount of care needed; if he does not see any sense in help-

ing himself, the pérsonal attention will be more valuable to him:

Relationships with Others

When I asked a handlcapped woman whether the relationship between

a handicapped patient and the care . staff. resembies matrimony; she re-
plied that it is a sort of partnershlp with constantly changing partners _

which, however, 1s 1nextr1cab1e for the handlcapped persor. ~ The disabled

person must constantly explaln, postniate and show what kind of help he

requires. That turns dally care intb a problem. The whole day consists
of a sequerice of .compromises: For both parties concerned, sympathy and

antipathy result from the interaction; however, the handicapped person

is in the situation of dependency.

ThIs is aiso applicable to the handlcapped at home, who are de-

_pendent either on their partners or on visiting nurses. Imaglne a par-

alyzed person haV1ng to use the bathroom urgently when the.nurse has no

time to assist him: Then only the decision of letting go and getting

wet will help. Only a handicapped person having experlenced such a

situation will know what.it means to ask the niirse to clean it up again:

Another handicapped woman (with tetraplegia) told me regarding

the subject of lodging: "I had to abandon my flat, because I was single

and could not get any help.i Conseguently, I became separated from my

friends, could no londger make my own decisions and had to give up my

independence. I _was 45 years 51d 'when the accident gappened and I am
physically totally dependent on others." :

~ But she experlenced some pos1t1ve aspects in her oredlcament.
She lovés life and has no flnanc1a1 problems, very good medical care,

&
}



O

ERIC

Aruitoxt provided by Eic:

no further hou51ng problems, new friends and the posqlblllty of 1nter-
cezding for others, as well as realizing that the nondisabled have to
face problems in life. She tearned tolerance and the will to have a
positive outlock on life:

The handlcapped in our institution choose thelr own 1nt1mate

acqudintarices. Very often people of the surrounding area who are so-

cially and humanrstlcaiiy inclined come to our house, have dlscu551ons,

organize llttie excursions with our handicapped, and sometimes offer

better advice to them in questions of life because theyghave kept a
certain distance.

our younger disabled welcome accommodaiions in a home for.the

disabied: In such a home they do not féeel alone and are not constantly

faced with the nondisabled. Often all of them drive home for the week-
end. . However,; they would prefer Smaller bedroom unlts, such as single-

orwdogble rooms. Once in a while, they would like to have the possibil-
ity of retiring undisturbed. An intimate sphere cannot be granted to an

individual in a multiple bedroom. In this respect the demands of the
Unlted Natlons declaratlon #9 cannot be cousidered satisfactorily met

Tt still remalns a dream of the future to guarantee. all handl-

capped a nurse at home, 1f possrbie, or to create institutions in which

the disabled live in apartments with corresponding services.

In our lnStltUtEQFL,EF is possible to reintegrate annually 10%

of our patlents in an apartment of their own or in théir families,
whereas the others will stay for a llfetlme. :

Barriers to the Enjoyment of Leisure Time

Accordlng to the law governlng the accommodatlon of dIsabled in

special homes and institutions, our 1nst1tutlon has an.advisory council

which is elected from our- handicapped. The cournicil has the right of

cooperation in organization of the course of events such as preparing
the bill of fare,; furnishing rooms, organizing parties, and suggesting

ideas of how to spend léisure time.

leisure tlme. The 1nst1tutlon offers many p0551b111t1es for. 1nd1V1dual

formation of groups and manages essential arrangements with local boards.
However, 1t leaves it up to the- individual himself to articulate his
wishes and to realize them.

Unfortunately the reatization of 1nd1v1dua1 hollday leisure time

for the more severely handicapped and wheelchair users comes up against

11
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the difficulty that correspondlng opportunltles are reiativeiy few due

¥6 architectural probléms. So the disabled finds himself together again

with other handicapped individuals. Consequently, he cannot be on holi-
day away from his surroundings.

Until now thlS restrlctlon could not be changed; even though

DIN 18024 (German Industrial Standard) states that the construction and
equlpment of publlc buildings, streets, hoteils, etc: have to meet the
requirements of the handlcapped

The German handlcapped experxence a further restr1ctlon,71f they

want to go by biis, tram or any other pubilc transport; except plane.

Today wheelchalr users must d&Iii sit in the luggage van when they go
by train. The only thIng ief77§or the handlcapped person, if he has a

dr1v1ng license and a car of hig own, is to go by car.

Going to the theater or opera is rendered difficult by poiicé
regulatlons. Not more than six wheelchair users are admitted to a per-—

formance except with eXceptional permission.

Barriers to Self-Detérmination in Education

our handlcapped patlents presented another substantial chapter

to me, in which self-determination is again Slbject to certaln restric-

tions. Article 12 of the Basic Laws states that ait Germaﬁs have the

right of free choicé of profession, and place of work and education.

All work is egual in value and dlgnlty for alil social classes.
‘Well, how does it look for the disabled?

Attendlng school already raises difficulties. Not aii fédérai
states in the Federal Repubixc of Germany make available suff1c1ent
schoollng facilities for the dIsabled, especially for the méntally

retarded. Most of those children are not integrated in publlc schoois,

thus excludlng them from the poss1b111ty of appropriate éducation.
Consequently their quality of 1life is lowered considerably. Or they

attend so-caiied "special schools."

Very often children with cerebral palsy cannot be 1ntegrated in

the normal schools because teachers and the other students object to

the s1ght of their handicap. There are only a_few secondary schools

meetIng the requirements of the handlcapped. In the city of Hamburg,

there are two schools accessiblé to wheelchair users up to the final

examination. Handicapped students are taken to schooI by special buses.

There is no possibility of choice in this matter, o+herwise the handi-

capped person would have to leave home and attend a boarding school far
away.
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Our 1nst1tutien makes use of a commercial school as a so- called
"bedschool This 1s why we are in a position to start relatlvely early

with postgraduatlon even when there still does not exist sufficient
ability to sit:

Our severeiy handicapped will, in most cases, have a commerc1al

professxon, or they will attend a university later on. In +he city of
Hamburg,itechnxcal studies such as electrotechnics, technlcal Chemistry,
as well as Iaw, polltlcal economics;, and science of 1ndustr1al manage-

ment are accessible to the disabled. Other studies can be selected in
Hamburg; but wheelchair users h:i-e to be carriéd around because of ar-

chitectural barriers. Recently our 1nst1tute for s001al pedagogics had

to be enlarged in order to meet the réquirements of the handicapped
after they had been on strike.

Other handicapped people are sent to 1nst1tut10ns of vocatiopnal

tra1n1ng by the Labor Office. Though they can choose a profess1on of

their own preference, they have to pass a general test, an aptitude

test, and a proving of skill. Afterwards, the Labor Office and social

welfare discuss, together W1th the handxcapped person, his further way

of life. 1In conformity with basic law, the Iocation of the institute

of vocational training is deterninied by the insurance group.

However, there are objectxve Iimits, such as capa01ty and educa-

tlonal goal, to the rlghtigg being admitted to a place of vocational

training. During the perIod of training, the handicapped person will
have to comply with the fixed rules of vocational education.

Limitations in Vocational Autonomy

The next dlfflculty arIses when tryIng to flnd a job. The laﬁ

severely handlcapped If he fails to do so, the enterprise w1ll have
to pay a monthly penalty of DM 100 for every vacant post.

Very often this hiring requirement runs aground because of the

lack of comprehens:on of the environment. Only in rare cases does the

handlcapped person- get a job according to his liking, and a job change

is out of the question for him.

Generally the handicapped are expected to have had a more quaII-

fied education and to be more correct in the execution of the1r duties; :

to take less time off for sickness or other reasons, and to have good

social adaptation. The true accomplishment of the handicapped can only
be correctly estimated in rare cases.



O

ERIC

Aruitoxt provided by Eic:

In Hamburg, I supply evaluations of handlcapped persons regardIng

the limit of phySIcai eff1c1ency, pecuIIarItIes of actIon, range of mo-

tlon, and needed aids. The correspcnding place of work is also visited
and evaluated.

A woman with cerebral pailsy, now living in Sweden, has written

to me that she is facing extreme difficulties while trying to realize

her wish for an occupation. The working hours and the activity are

determined by doctors and authorities without the cooperation of the

nandlcapped person and are rarely revised. This determination seldom
is in conformity with the wish of the individual and also not with the
scale of offered jobs.

In the case of this woman;,; a vacancy was finally awarded to her.
However; she was not given adequate work. In her report, she clearly.
gives expression to her wish for self-determinacion in a field of work
and feels hampered by official measures.

market can attend the wp;k;hops for the hand;cappedr Th;s Oucupatlonr
is voluntary. Theé disabled get wages, much lower than those ir private
éntérprise. They must be able to produce 3 - 70% economkcally useful
work. They are socially insured.

The workshop-employed handlcapped do not have any possxbxixty of’

pursuing activities of their own desire. They are tested on their akil-

ities and then moved through an Introductofy and traInIng step on to the

productlon stage. We ail know the repertoire of most workshops; they

of fer onily Iittie stimulation in the daily work:

The subject of the functions of the workshops ought to be devel-
oped. Nevertheless; one must state that through them the handicapped
do get experience in efficiency and physical training. Through contact
with other handicapped people and a working environment, the disabléd
come out of their isolation.

Limitationé in sexual Autonomy

_ Finally, I would like to mention a taboo in working with handi-
capped people. The handicapped have a vested right to sexuality like
any othér citizen. The White House Conference on Handicapped Individ-
uals, J977,7expre551vely summarized this fact. A handicapped woman has
the nlght of becoming pregnant and giving birth to a child: It is onily
for her to decide and she must not be forced to have an abortion:

Recently a woman with cerebral paisy gave birth to a chiid within

our institution. Many had tried to persuade her to have an abortion,
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though there was no doubt of her having a healthy baby: She was in-
formed of all possible risks by doctors and then decided to bear to
maturity: The child is illegitimate. According to the constitution,
these childten enjoy equal rights with those born legitimate. The law
must do its utmost to grant the same chances to this child as to a child
born in wedlock-

Due o the fact that the woman herself cannot take care of the
baby,; the welfare authority for the young decided to give the child to
foster parents in order to have it brought up in a normal family. This
happened with the consent of the poard: This agreement resulted from

the hopelessly constrained position that had been created by law and
welfare. The Sorrow and grief suffered by the handicapped has not been

taken into conSideration by the legislative authority.

All attempts to lodge mother and child together failed. Of
course, it is important that the child should not imitate his mother's
wandicap, eéspecially her dysarthric speech. However, feelings grown
during pregnancy and birth cannot be destroyed. So, once a week this
mother drives to meet her child and plays with him like a doll. Self-
détermination with a negative consegquence.

fnstifuticial Limitations and Opportunities

~ Ladies and Gentlemen;.I have tried to depict a few pnints of
daily routine in working with handicapped individuals in order to pro-

voke some rational impulses. I am aware of the particular discussions

about the value of institutions, in which self-determination needs to

be restricted because the rights of the fellow-men have to be paid

attention to. .

Jakob Taubés Says: “Institutions are the grand; preserving and ™\
devouring forms of order and fatalities outlasting us, which man enters
with seeing eyes. They are menaced by power of the citizen of age."
Edding says that human beings cannot live without institutions and thit
there does not eéxist any society not having created such. Portmann
thinks man néeds them in order to be less endangered.

&

Unfortunately, these institutions have the tendency to become

ends in theinselves and to be at odds with changing roles. Every gener-
ation will have to face and discuss this gquestion repeatedly.

7 Where are our young handicapped to go, they who have a right to
a decent life and an, adequate education as well as a right to work and
employment?

ju—y
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I havé Séen many housing projects for the handicdpped fail,:
where total sélf-detéermination was practiced, because the inhabitants
were more isolated than in an institution.

“

I malntaln the oplnlon that i'e should create an 1ntegrated model
whlch offers three possibilities: 1) nursing station, 2) temporary :
lodging, 3) service- house. In the second type, the disabled are to N
test themselves and to train themselves for living on their own: Only
assistance in g21f- help is given to them. In the servlce-house, ?héiw N
will then llve on their own and freely de01de everything just as a non-
handlcapped citizen would.

A model institution of this kind aIready exists in Munich in

the so—caiiedV"PfennIgparade’" This iInstitution takes care of patients

sufferIng from respxratory para1y51s and integrates them and their
families in skyscraper dwelling units:

Conclusion

As . a_result_from this workshop,rI hope to give an 1mpetus to
pOllthlanS worldwide to reflect about self-determination for handi=-— - —— - 1_
capped individuals in order *o give them a comparatively égual guality
of 1life. . C.

R ~ Can self determlnatlon of the handlcapped be reallzed w1thout
- any change of attitudé and conscience of the nonhandlcapped° It should
-bé a fundamental task to make the nonhandlcapped more serisitive to anag,
in a positive way, more cons01ous of the handicapped, and to create a
splrlt of positive partnershlp to realize self-determination fcr all
citizens.

ERIC -
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SOME REFLECTIONS OF A DISABLED PERSON g),l\f THE SITJATION IN FRANCE

Bernard Lesigne, Administrator

Group for the Intégration of the Physically Disabled, France

The Groupment pour 1'Insertion des Handicapes Physiques (GIHPj
has an ovérall membership (disabled and ablé-bodied) of 60,000 and has
branches in 15 regions goveriné all the main French'town§iiiorigihally

created in 1965 in the region of Nancy, its principal objective was
and remains the transport of persons of reduced mobility:

The activity of the GIHP is not however limited to the trans-

port of disabled people; it also takes part i certain ministerial
committees set up by the Minictr. of the Environmenit, such as the
Couricil for the Housing and Transport of the Disgabled:. Moreover, it
intervenes in. the training and réhabilitation of the disabled, and on
this account is concerned also with certain other mimistries, such as
Education; Labor, Industry, and Health.

N
7 Having made this point, it seems to me more important to report
to merwers of this congress certain facts that affect the everyday
lives of severely disabled people in France: However, in thé interests

of objectivity, I am duty bound to point out that I count myself as

'yaﬁﬁﬁ"fh:EérmS*6f~diééblémgnt,Lmy”gggﬁféé}ééia,béihg only Seven years

old: And more espacially I count myseif as rich, Having had-the-good
idea in the first plégé,ofVtakingigqtﬁénsﬁrancé or my life. Thus, it
is certain that my difficulties bear no relation to those suffered by

such of my fellow-disabled as receive only a smail disability pension.
Nevertheless, I am as concerned as they are by the day-to-day problems
of severe disablement, particularly because I encounter the same dif-
ficulties in daily life:

.~ The first problem epncountered, which arises immediately upon
leéaving the hospital; is that of housing.. To convert a house, as I
did, is expensive, and government aid is often difficult to obtain.

AS a resiilt, it is often easier to loock for alternative accommodation
rather than bear the heavy cost of adaptation required to make the
whole or part of the dwelling accessible. I should point out in this
connection that nothing is done in France to help the disabied to at-
tain home owhership, for they cannot even obtain a bank loan without

paying an extra premimum--much to the Jjoy of the insurance companies.

- ?ﬁé second prdbiém I unia;iiké ﬁéﬂféﬁéh on concerns the possi-
bility of working again. Quadraplegia does not mean incapacity; it is

the limbs that are paralyzed, not the head. And yet, I don't know on
what grounds, we are often cdnsideféé to be beyond reclaim. Moreover,
it is certain that nothing is done to improve the situation, since oc-_
cupational therapy, which allows us to acquire moré independence, is

7]
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barely recognized in France. The lack of formal status in this pro-
fession is cruelly felt.

The problem of securing a fuli-time ;attendant assumes consider-

able 1mportance in France in view of the abdication of the authorities

in thlS Latter: ConSIder that the amount of state financial aid allows

us to employ a cleanxng woman for two hours a day. Is that the defini-

tion of a person whose heip is necessary 24 out of 24 hours? In this

oonnection I shoutd poxnt out that the government does not eXonerate

disabled persons from pay:ng social security charges when they, them-

selves employ someone on a remunerative basis.

The attitude of the world of the able-bodied often acts as a
brzke to rehabilitation. Why not teach school children that disable-
ment is not a stigma, and that it can strike anybody at anytime? This
Qoﬁld aQoid certain iuipriSinQ reactions, éUch aé that of a teacher

his exe.cise book, "I will not be cruel about the mxsfortunes of oth-
ers." What had he dcne? Slmply told my daughtér that "her father
wasn't the sane as others." I think that this anecdote is falrly aymp-

tomatic of a world whose incompréhension in regard to us becomes dis-
proportionate.

We dou t w1sn to be dependent persons who are a charge on soci-

ety. We wish to s«ive-a. family life in surroundlngs adapted to our -

handlcap. - - ST
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THE RIGHT TO ALL TYPES OF INFORMATION

Karl-Erik Karlssor, President
National Association of the Deaf, Sweden

The first right to information is; of course; the right to know -
and uhderstand what is going on in your family. Parents of deaf chil-
dren should be informed that sign language is the only language their
child can dévelop spontanecusly in the way that hearing children devel~
op their parents' language. The deaf child can never léarn to hear,
but hearing people around-a deaf person can learn sign language and
should get every possible support to do so. Otherwise, deaf children

will bé foreigners in their own homes.

] In the beginning, most parents of handicapped children do not
know anything about the handicap. Often it is a good idea to use grown-

ups with the same handicap as the child's to give the parents informa-
tion. Every country must have a system of informing parents about
what they can do: how they should speak so that hard-of-hearing chil-
ren can hear it; how they should describe things to biind children and
let them feel what different things look like, how they should talk to
their mentally retarded children and take them out to make available
as many experiences as possible, and so forth. There is always a dan-

ger that parents may understimulate and underestimate their handicapped
children and thus make them more handicapped.

’

Education -and_the Right to Information

For every handicapped child it is necessary that there be an
early preschool and a good school with people and techniques that can
help the child compensate for his/her handicap. But Handicapped chil-
dren have thé right to be accepted as they are; and the practice should
only be to.,make life easier for them in the long run. We as organiza-
tions must work hard on better attitudes towards the handicapped and

bettéer acceptance.

We deaf often notice that people don't like that we have a lan-
guage of our own and that we want to go to schools fczwng§rpeoplé only.
Our reason is that; as I said before, we canhot spontaneously develop

.any other ;éﬁéﬁage than a visual one. And to deVeIéﬁﬁiE fully, we must

be surrounded by other people who use it. When we have a good start on
sign langgag¢!7Wé can learn the language of hearing people in our coun-
try as our first foreign language.

only if we are éducated in sign language do teathing and learn-

.ing proceed with enough speed that we can manage to learn as much as

hearing people. . Then we can communicate on equal terms, through inter-
preters; read; write; ahd take part in public life. ”

22
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Work and the Right to Information

A1l people must have the right to some kind of work. Different
attitudes, different kinds of technical eguipment, and personal assis-—
tance can make jobs possible for us to managé. We organizations for
the handicapped have a big informaticn mission in téaching the trade
unions that the tempo and the pressu.e at work are a danger to every-
body: At work, we must also have the social contacts and the informa-
tion that for many people is what théy get from their jobs in addition
to money. We need all the information that is given at work; both for-

mally and informally. Otherwise, in the long run, we don't functlon as

we should. .

.
. %

In Sweden, the employer gets a sum from the Labor Department so

that one of thé other workers can spend some time éééiéEiﬁg the handi-
capped person in activities such as reading Ietters to a blind person
or answering telephone calls for a deaf person. A sign language inter-
preter can be asked to all formal work meetings to translate to deaf

wnrkers. The trade union paper can be recorded on tape for blind mem-

bers. Less noise at work makes the place more pleasant for everyone
and i§ necessary if the hard-of-hearing worker is to get information.

" safety and tneiRlént to Information

In the streets; publlc places, and at work, all safétyﬁinforma—

tlon must be presented in both visual and auditory formats. If & ni-

clear acc:dent should happen in Sweden,; we are supposed to listen to
channeli§7on the radio until the danger i§ over.. This is hot a partic-—

ularly good solution for deaf people. If you want to cross the street,
you must wait untll the light is- green. . This is rniot a particiulary good

' solution for blind people. If you are in a rallway station, you may

hear on the loudspeaker that:the train w1ll come in to another pIatform
This is not a particulary good solution for hard-of- hearing peopie,
because it is difficult to gét good sound from those loudspeakers: If
they had a TV monitor W1th the message wrltten there, it would be easier

for hard-of-hearing, deaf, and many others.’

) Mass,,fi&ie:d'ia, and. the Right to Information

Very dlfferent sourres of Informatlon comprise the mass medla-

radlo, TV, and newspapers: They are’ important because, at least in

developed COuntrleS, they are a dally need jUbt like. our daily bread.

If then, because of a handIcap, you cannot access any of these, as

deaf-blind people cannot, ~or can 't hear; or can't see; or carn't under-
stand the words used then you Ieel that you are not counted upon.
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Télevision is supposed to be visual, but we deaf must have Sub-

titles in order to follow it: The blind and many people with vigual

impairménts can't read a daily newspaper. If the newspaper were taped, .
they could phone a special number and hear the newspaper read. News-
papers and other media use difficylt language. Lots of people don't
understand what is meant. If more work was done to make the message.
clear, it would be helpful to the mentally retarded and to déaf people

who have sign language a$ their best language.

, We deaf prefer information in our own language. In meetings,
this can be done through an interpreter. In Swedenf the National AsSo-
ciation of the Deaf has built a televisicn studio ang has started mak-
ing programs using sign language. We put the programs on videotape
and send them to the clubs for the deaf. In the future, we want every
deaf person to get a video-player for his own house, free of cost, and
to receive programs continually. ' .

Communi ty Particigatien

~ Organizations, trade unions, and political parties play an im-
portant role in the community. We organizations of handicapped people
should keep in contact with them and make them support our opinions.

We cannot by ourselves gét the legislation that is necessary for
change. As individuals, we handicapped shouid of course be members of
organizations and parties we have sympathy with. We should always keep
in mind that we have knowledge and experience that is useful to others.
We need not only ask for information. We should also give information.
Both areé our right and duty.

/ 24
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THE RIGHT TO WORK: A POLITICAL ISSUE

Benqt Llndqv1st, Pres;dent
Central Committee of the Organizations of the Handicapped, Sweden

EVéryhoéy must feel that they have somethlng to offer to others.

To havé a job or a meanlngful role, to feel that one contributes to

oné's family and to one's society, 1s the right of every individual.

We all know that today that rlght is denied the majo>rity of disabled

people in the world, not oniy in the developing countries but also in
highly developed countries such as Canada and Sweden. There are many

reasons for this, but I shall restrict myself to the treatment of a
phenomerion that is all too seldom discussed in the: international arena.

We have deveioped a narrow and short-ter economlc pollcy in our

pursult of proflts and increasing economic growth that has sharpenedr

the demands for efficiency and effectiveness. Thé compeétition for jobs

1ntens1f1es and then the majority of the disabled have no chance. We
disabted demand the same right to work as others, and we clearly can

not accept the situation that exists today. Our societies must take
force:ful measures to achieve improvements.

. Through work rehabilitation, we dlsabled carni increase our capac-
ity and, thereby, become more attractive to the labor market.r There

are shining examples of people throughout the world with severe dis-

abiliicies who have gained and retalned important pOSItlons in the

labor market. They have achieved their positions through their own

ta1ents and through successful rehabllltatio”. Thls is good: We need

them to make progress. But, for all that, we must not be led to be-

lieve that we have solved the problems of the dxsabied. It would be a
fatal mistake to believe that we could solve problems for the many sim-—
ply by referrlng to the success of the few:

To achleve progress, soc1ety must remove competition and, through

varlous means,rchannel disabled peopie to working life. Our societies

must iritidte forceful programs with new laws, adapt places of work and
the jobs themselves, and take o*her actions that can stimulate and, if
necessary, force both public and private employers to émploy disabled

people.

77@&& right to work is documented in the Uniteé Nations aeCiaration'

on tuman rights. All member states are obliged to achieve this aim.:

Our socicties are here .faced with an important polltlcal decision: The
right of the disabled to work can never be put into practlce in a soci-
ety based on free and unrestrlcted competition. It is true that the
competitiveness of the disabled can be increased through various reha-
bilitative actions, but the effect of this wilil be marginai The choice

is whether to retain free compctltlon or put the disabled person's right



18

: / to work into practic_ This is a-question for our politicians to an-
' swer, but it's a

question that:involves the disabled to a very great
extent.

The rIght to work is fundamental for zvery human belng.
fore,. our organiEéExons fust take measures that will actually lead to
employment for the ¢isabled, even if this means that we have to fight
those who want to preserve free and unréstricted coumpetition in jobs.

-

There-

.t
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Consumer Groups:
A Descrlptmn of

This chapter looks at how
dloabled people can work
together through organlzatlons
to achieve common goals: Allan
Simpson from Canada prov1des

us with a comprehenslve
discussion about CVganIzatlons
of dlsabled people from a

local to a national level.

Ron Chandran—Dudiey from

.- Singapore expiaIns the

slmllarItIes between

crganizations of disabled

peoplie and organlzatlons of
people who are consumers of

marketable goods. The

. remainder of the chapter looks
- at three different

organizations' experiences:
John Simkins from England
describes how a group in his
country was formed; Liam
Maguire from Ireland des"rlbes
the eéfforts of the trade
uriions to promote integration
of handlcapped people into_
Society; and Llnnéa Gardestrom
from Sweden descrlbes the

handlcap ﬁounc11 structure that

exists in her country. Chapter
3 will hlghllqht examples of
the effects of the actlvifléé
of these disablilty

organizatlons. »
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CONSUMER GROUPS: THEIR ORGANIZATION AND FUNCTION*

- Allan Simpson, Chairman . L )
Coalition of Provincial Organizations of the Handicapped, Canada

The Historical Rétionélé.

social/economic equality and acceptance for any dlsadvantaged target
population can ultimately only be achieved by the target pooulatlon
itself. This reguires philosophical unity of purpose, public visibil-
ity, direct représentation, and dynamic political action, preferably
of the constructivé démocratic brand.

struggle of self-express1on. The goal is to enable gvery handlcapped
person to achleve hls/her max1mum personal 1ndependence and full com-

dlrectly 1nvolved, and through the regular community/political decision-
making processes and delivery systems.

One must examlne why an individual citizen 301ns a consumer

movement. By far, the largest number of citizens have joined a par-

ticular movemerit to press for adoptlon of basic civil and human rights

legislation. For disabled c1tizens, appllcatlon of civil rights legis-

lation would mean accessible publlc services delivered via regular com-

munity or private dellvery systems that serve the general population.

For some, the consumer movement has meant establlshlng an effec-

tive and dIstJnttlve organlzed voice as a balance to the rehabllltatlon

1ndustry in order to monitor historically over-protective, Segregating

policies and services. Consumers are beginning to question the high

adm}nlstratlve budgets that often exist at the expense of. aides, appll-
arices; and other direct personal services desired by the cornsumer. The

vested interests of some segregated workshops or profess1onal counseI-
ling staffs are also questioned. Many consumers do not mean this 1n
the negative sense. Simply put, évery major goverrimernt authorlty or

industry needs a Propér monitoring system of checks and balances.

Many see the consumexr movement as the only effective means of

neutralizing the damaging results of the charity eth1c.r Many cornisumers

contend that Sympathy fund raising results in low expectations of dis-

abled peoplé by thé public. The fund raising may have created more
damage than the bénéfit from the funds raised.

*This paper is a condensed version of the original.

28
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For others, the consumer movement's major purpose is publlc edu-

cation to change publlc attitudes--to undo thosé unthinking barrier-

creating attitudes of indifference, over-protection, or outrlght dis-

cimination:

Aand for still others, the local consumer group is a feliowshlp—-
a chance to enjoy common act1v1t1es, conhcerns, and frustrations: This

group often evolves into one with a combination of SOCIai reaction pro-

grams and perlodlc sccial-action thrusts to meet various personai needs.

This group's major involvement may result from an invitation by a local
mayor, school, or service club_to serve as a discussion paneixst or an

advisor to one of the town's plannrng committees:. Little time would be

spent in the analysis of 1eglslatlon, underlylng phIiosophy, social

needs, or implementation tactics for lonq term systems or local issues.

Numerous local consumer action groups, partlcularly in rural or
sparsely popiilated areas, have organized around one Or two issues--par-
ticularly transportation or the removal of architectural barriers. ...
Thé consumer group is constantly chaiianged with financial temptations
to become a direct service prov1der and to allow the appropriate public
authorities to avoid their full public mandates.

In the process of researchlng, sharing perSPectlves, forming Poi-

1cy dlrectlons, negctlat;ng with civil servants, informing senior poli-
tlclans, and utiliz zing the media, the disabled_citizen learns abotut the

consumer process and phllosophy. He/she also learns how the social

forces and political systems work. He/she learns there is a falrly

standarad pattern to most political decision-making processes and the

potentIal etfectlveness therein of an aggressive, respons.‘Li:ilEs consumer
group. It is a power that the group must use carefully WJt@iPreCISe

tactics--always mobilizing support; always firm, informed, and responsi-
bie; and always above reproach for any improper conduct. The democratic,

constitutional rules of change are vehicles open to every citizen to
learn and utilize.

Who Constitutes. the Consumer Group

The heart and soul of the self- heip consumer group is the 1nd1—
vidual citizen détermined to take charge of hlS/her own lifestyle and

decision making. He/she is prepared to recognize his or her own phys-

ical limitations and, at the same time; wishes to share in the responsi-

bility of solving community prcbiems faced by all disabled persons. The

very nature of the self- help, consumer, monitoring process attracts 1ndI-

vidual members and leasers who recognize that all citizens, regardless of

dlsablllty, educatlon empioyment status; etc., are capable in their own

unigue ways of grcwth and adaptation to néw situations; that all citizens

are worthy of respect, dignity, and access to basic public serv1ces.
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Whlle most Canadian cons xmer droups consist /rlmarlly of citizens

w1th dlsabllltles, more and more consumer groups are w1den1ng theIr mem-

d1sabled ass001ates,"spouses, and others. The most active able-bodied

membérs will naturally be spouses or other cloSe famiiy members iiving

with the disabled person; they personally experIence almost as much of

the social barriers as the disabled person himself. A number of con-

Sumer groups also accept members who are able- bodred advocates of -emo-
tlonally or mentally disabled persons. One consumer group accepts full

voting able-bodied members if such a person is sponsored by a disabled
member.

As in all political parties, social movements, women's groups,

natlve groups, etc., there are at least two membership componéencs.

There is first the actIve participant who contributes his time and
eriergies to Insur;ng organlzatlonal coordination and administrative
operation, and who aiso takes part in initial fundamental policy for-

mations: An additional, and equally important, Supportive associate

member is one who wishes to endorse the fundamental policies and goaIs

of the movement. This member often makes an equally effectlve contri-

bution by working and influencing the Credlblllty of the consumer phi-

losophy at the community level in his éveryday work .

The life and blood of tﬁé coriSumer group ultlmately depend on the
will and input of the 1nd1v1dua1 grass roots members for gneigroup s

strength, credibility, and for its ever changing and increasing leader-
ship needs.

Any real consumer group dependent only on a few members
will soon "trénder itself impotent." Unless the general membership
elects truly représéentative and effective leaders and takes strong
united action to implément its policies at polltical 1eve1s, any con-

sumer group will Soon cease to exist.

ﬁhatﬂisvthefﬁssenée of the Consumer Group

orratloally shared forum for-all disabled- citizens.

| The consumer group provides essential community checks and bal-

antes throuqh citizen responsibility: It also influences new; in-

novatlve ways of solving long-term needs, particularly those faced by

severely disabled citizens.

7 The consumer group must be a stable but ever growirg and visible
force. It must also be recognized as a healthy and natural extension,

39
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of and beyond the rehabliltatlon process. This selfwdétérminatlon ard

direct 1nvolvement in community affairs, and the public and political

exposure (Wthh no professxonal rehabilitation counselling system could

ever prov1de) should be a welcome self-development process.

Community experierice througr. involvement in consumer groups has

demonstrated that real personal growth and learning_ takesfﬁlaCe ulti-

mately only on the job, or on the line in the actual real work environ-

. -

ment.

wWhat the consumer movement demonstrates is that "the very means
of soivxng a problem is as important as the Solutlons to the probiem
itse=1f. So few organizationS in Sociéty realizZe that each probiem-
solv1ng and sharing process is_and Should be a vital learning experi-

ence for every individual involveéd.

Every 1nd1v1dua1 regardless of mental skIIis or sccizl limita-

tions, must always be encouraged and permltted to experlence max imum

self-direction and community experience to max1mxze his or her under-

standing of the issues and the avallablllty of services or resources

necessary to solve their rieeds, e.g., how to aggly for his own home

care assistance, a powered wheelchair, modifications for a house ramp,
etc., rather than relying on an agency counsellor to do it for him.

Consumer Organizational Models

«

In any d1scuss1on of consumer organlzatlons, the reader must
first understand that the consumer groups or coalitions are modelled
after and parallel to major poiltlcal structures. This parallelism is

necessary to prov1de an effective consumer balance to the existing

polltlcal/communlty authorities:

Hence, the 1oca1 consumer group structure, its membership; and

1ts esserntial issues usually parallel those of the existing local munic-
1pal or county government and service systéms. Lncal members, as cit-

izens of a prov1nce or state, may also belong to a larger prov1nc1al

group Or coalition structure to deal directly with issues under provin-

cial or state JLrlSdlCtlon and w1th prOV1nC1al or state authorities.

Cross-disabitity coalitions are eémérging as the most effectlve provin-

cial coordinating action structures for individual members, numerous

locat consumer groups,; and un1—d1sab111ty advocaCJ assoc1atlons. Mem-
bers are also citizens of a country, and as such; are encouraged either
as individuals or as prov1nc1al coalition delegates to become involved

in national issues through their natlonal coalitions.

It is quite common for an 1nd1v1dual7to be a member of groups at

2ii three levels, but hé/she usually allocates his/her Priority, energy,
and efforts to oné of these organizational levels:

31
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While many of the uni-disabitity consumer associations have spread

to the local level from a national organIzatlonai base; most of the cross-

dlsablllty consumer groups were initiated at the provincial or state lev-

els in North America. These regional groups soon realized that their

effectiveness was limited; they could not achieve the necessary resuits

withgu strong national voice: Thus, coalition of existing regional
grqups, (national uni-disability consumer associations; etc. has become

the mosteffective way of mobilizing the movement nationally:

The Formal Organizational Consumer Structure

The formal organizational model usually consists of a traditiénal
structure that is highly centralized and includes policy conferences, an
electéd board, a head office, and staff. The membership consists of
paid-up activé meémbers,  individual associates, and other affiliated mem-
bers. The annual conference and general meetings establish basic member-—
ship policy.

Selected board/coun01l representatlves and app01nted executlve
offlcers are authorized to coordinate the members' policies and resources
and to implement the detalled stretegles for spec;fic approaches at the
political level. Members may be directly involved through one or more
of the various research committees or through specific action subgroups.

Admlnlstratlve staff angd offlce assistants prov1de essentlal re-
search and coordination of 1nformatlon, fund raising, and organlzatlonal
support systems. Because these structures usually operate under well-
established prccedures, they do provxae basic democratlc deCI51on~mak1ng
experience. However, they tend to over-rely on the lea%ershlp of the

etected board or counéll for implementation. {

The Informal Action Group Structure

Under the dynamic informal action group model; all members are
usually encouraged to unite and concentrate on one or two fundamental,
far-reaching, cross-disability issues at a time. At a major open assem—
bly or conference, a basic issue or goal, documented with appropriate
research; will be presented for initial adoption. From the time of

.adoption, all efforts are directed at involving the total membership in¢~¥1

planning and impleménting detailed strategies. Tasks are assigned by
the assembly to various groups to be carried out between the time of the
current meeting and the next meeting, perhaps one or two months hence.
Thése particular assigned functions may include the following:

1. Dréft a briéf for préSéntation of all relevant facts and
arguments on a specific issue.

AN
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2. secure a date and time for mseting with governmental
offircials and members of the elected house.

3. Establish a newsletter and update system to dlssemlnate

. information to all members on the specific issue.

4. Draft press reléases and letters to editors in order to
inform the public.

5. Arrange for news medis, TV newspaper 1nterv1ews and feature
articles to insure that a constructl"e image of the needs

;w;¥jue\and beneflts for the who;eicommunlty are understood

6. Ralse funds for travel; printing, research staff, of fice
spave, etc.

7. Secure™allied group endorsements and publlc understandlng

' for the shecific issue:

8. Draft model.legIsiatlon for review at a future meetiﬁﬁ; in

order to hav aeffective models to present to government.
9. Establlsh pla 5 to ass1sL w1th transportatlon/volunteer

10. Prepare for next action planning meetlng and insure assigned
tasks are on ﬁarget for that particular date.

ThlS 1nforma% process may have to be coordinated by a few indi—

v1duals in its eariy stages. Through total involvement, sharing, and

1nternal accountabiilty processes, this process soon develops a broad
group of well-infhrmed leaders throughout the entire membership. ...

Longnterm organlzatlonal Sklll and volunteer s=tisfaCtion car be

achieved only 1f clear job descrlptlons,rcime frames, and general aware- -
ness of everyone s function are clearly articulated and documented at

the end of each meetlng. This can be a hIghly effective and motlvatIng

form of membership 1nvolvement The reason is that the ‘mémbership is

workIng together and understands that by putting in a highly concentrat-
ed effort; specific okjéctives can be accomplished within a relatlveiy

v
.

limited time frame.

In reality/ it is qu1te possible that the sSuccessful consumer

group will utilize a combination of the two structures presented above.

The Natlonal Coailtlon

. The national level should corisist of a weli-structured coalition
of e1ther prov1nCIa1 coalitions or a balarice- .of provincial/state and

national uni- -disability consumer groups, all united for specific common
goals.

The purpose of ratlonal coalltlon, very clearly outllned in the

report, Coalition Building, by the American Coalition of Q}tlzens with
e
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Disabilities (ACCD) is: to concentrate on major national civil/human

rights legislation and 1egIslatIon to cover -the essential policy direc-

tion and funding needs of basic community services in the areas of

transportatlon, hOUSIng,ieducatIon, employment social security, appro-

priate rehabititation services; independent lIVIng support systems, and

so on: The essence of a national coalition is to establish workIng
models; research documentatIon, and leadershIp development programs th t
will benefit the consumer movement across the entire .country at the pr

VInCIal/state and/or local levels. ';

The Provincial Coalition

3
At the prOVInCIal level there are usually a multItude of polItI—
cally actIve organizations conSIstIng of both local—Issue cross—
disability coalitions and uni-disability consumér and Semi-sService as-
sociations. The need for coalition building is obvious. The uni-
disability organIzatIons usually concentrate on issues regarding their
specific dIsabIlIty needs.

\

The prov1nCIal cross—dIsabIlIty coalltlon Should aftempt to co-

ordinate all regional members and groups committed to consumer group

functIons. The provlnCIal toalition is the most effective and Important

strategy coordinating arm of the consumer movement. It has the geo-

graphic and jurIsdIctIonal scope to fully involve individual members on

major concerns in the region. It has the means to mobilize local and

other very small consumer groups in the wural and town areas throughout
the region:

The Local Consumer Group

The local group is the most Important membershIp development and
ImplementatIon structure in the consumer coalition movement. It is at
this level that actual federal or provincial 1egIslatIon is converted
into practicai community service delivery systems. As such, it is the
local group that must conduct the specific monitoring and negotiating
with thé community boards and the political authorities responsible for
delivering specific public services. Often the local group is con-
fronted with the challenge of eIther establlshlng its' own- demonstratIon
project, just to clarify how a particular service can be prov1ded or
conducting a very extensive lobbyIng campaign.

other Important funttIons of the local grouo are to inform and

involve the local membershIp in monitoring the applIcatIon of 1egIsla— <

tion for the deveiopment of Integrated nublic services. They can also

act to see that qualIerd consumers are elected or appointed to various .

local community boards and authorities, such as school boards, hospital
. :
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boards, community transportation boards,; employment advisory commissions,
and recreation commiss§iorns to insure consumer input and technical skill
development. This community involvement is also an cxcellent public ed-

Geation service that can demonstrate the leadership capacity of the dis-

ablted community.

Consumer. Groups in the Canadian Context

The réader must understand that the split in.Canadian federal/
provincial political jurisdictions does not offer many of the advantages
available in other countries--advantages that are necessary in order ‘to
bring about uniform national services; legislation, and attitudes condu-

cive to theé needs of all disabled citizens.

1. Canada has no civil rights legislation providing a legal foun-
dation of insured direction and protection from which to build

4 citizen's essential services and entitlements.

2. Canadian human rights legislation, which currently provides

limited protection from discrimination due to a physical dis-
ability, is just now being formulated in Canada;irProvihcial
human rights legislation in four provinces is limited by its

inconsistencies and narrow coverage, and cautious commission
tribunals make them almost ineffective.

3. The division of federal/provincial social service jurisdic-
tions create a serious implementation dilemma for all Canadi-
ans. The federal government has the Rasic financial resournes
and responsibility for Canadian unity, commerce, and national
security. The provincial authorities have total jurisdiction
over the delivery of social services; education, and housing,
thus leading to ten different standards and approaches to the
basic community living needs of Canadians.

4. The bilingial nature of this country requires that basic con-

sumer comminications serve the needs of thé visually handi-
capped, the hard-of-hearing, and the nonverbal disabled citi-
zen in both the Frénch and English communities. We are pleased
to noté that Canada's ‘consumer coalition, COPOH, has developed
specific policies to insure that basic translation of services

is offéred in all national conferéncés, seminars, and reports.
5. fThe charity ethic is deeply rooted in Canadian society.
6. DPublic education about the basic needs of disabied citizens
has been almost entirely generated as a result of sympathy-
based fund raising drives. ' N

a5
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coalition Building--An Esséntial Part &f the Consumer Movement

Unifying all natlonal and reglonal consumer groups -and those.
advocacy service organizations truly Supportlve of the consumer monitor-
ing, decision-making, leadership ph110sophy, will be the central chal-
lenge in the 1980s. -

The .eXcellent report, Coalition Building, published by ACCD .
should be read by all concerned 1nd1v1dua1s, especially those involved
in building the consumer movement. ‘

Mémbérship Motivation_and Involvement

Cltlzenshlp 1nvolvement in the polltieg} process in Canada is not
a natural experienceé in the educatlonal process. Until very recently,
few disabled péersons in Canada have~ -ever been involved in local civic

affairs, service club boards, school cohncxls, church boards; or polit-

ical office. Hence, few dlsabled people in Canada have been aware of how ;.

the political/bureaucratic process can be made to work for a community

need. Additional efforts were and still are required in order to pro-

vide community leadership experxence For the disabled person. _ It is

essential for consumers to gain an apprec1atlon of how group dynamics,

consensus bulldlng, qroup sharing, and internal decision-making proce-

dures are evolved and Implemented at the political/bureaucratic levels.
The individual must learn how the political system works, how leglsla-

‘tors are presented with new information and concepts, and how these are

then turned into specific legislation and detailéd community services.

Flrst, the consumer group must understand how internal motlva-

tional group dynamics operate. Motivation of the membersh;p begins with

understand;ng why individual members have joined and what pertxcular
goals and aspirations they are looking for. For exampie, it is unfair
to let the individual memker assume that he/she is jOlnlng a social

club for recreational aftiVities.

Policy €onklicts 7%’\hnméw\mlsunderstandlngs wiil inevitably

it is very important toiencourage all members
to openly ex

occur: Whe

0 o > ground of an issue to clarlfy any misunder-
standing of the central questions, separaterout any personality con-

flicts;. .and. then arrive .at .a.consensus- -of- opInlon or- majorlty vote, Tt 7T

must also be made very clear, and contlnuousiy reinforced; that differ-

ences of opinion will 1nev1tab1y occur as a natural part of any organi-
zation. But the democratic pzocess must clearly outline to the member-
ship how they can become involved in reviewing or instituting a second

look at unresolved issues.

Qo
()Y
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7. A few large natlonal rehabllltatlon agenc1es domlnate almost
every aspect of both rehabllltatlon treatment and. community
living services requlred by_dlsabxed citizens.

Thé Canadian Consumer Coalition

»

The Canadlan Cualltlon of Prov1nr1al Organlzatlons of the Handi-

_capped (COPCH), is currently structured as d national coalition of pro-.

vincial coordinating member coalitions. Most of the organizaticnal com-—
ponents are équivalént to ACCD.

Elght prov1nc1a1 coordlnatlng mzmbers and associate members from

.two provinces in the process of formlng prov:nc131 coalitions constitute

the administrative base of COPOH; These prov1nc1a1 coordinating members
aré responsible for COOrdlnatlnq the VIeWS, p011c1es, and delegates of
all intérested consumer members in their regions. Each provincial co-
ordlnatlng member app01nts two reprasentatives and two alternates to the

national council.

The national “ouchI elects all executive offlcers and - 1s respon-—

srb e for establishlng and implementing basic policies in accofdance
w1th the prInCIpIes, resolutions, and directions of thé national dele-

gate assembiy.

Open nat;onai conferences prov1de a forum for establlshlng basic
polrcy direction. They are open to all provincially-sponsored Votlng

- - = ~

‘delegates and to any other individuals who wish to present specific na-

tional Issues or recommendations. Natloral delegate assemblies are

also heid in conjunctlon with the open national conferences and prov1de

a populatlon-balanced delegate system to ratify the resolutions pre-

‘sented by the open conference delegates.

The chairman of the naflonal council serves as the senior spokes-
man of the organlzatlon and insures coordination of national policy de-

CIS.'LOI’IS.

The staff and central offlce,runder the national coordinator, pro-
vide for research and communication to the members. They coordinate the

.grant applications.necessaxry. for the operat:ons of the organization.

The national coordinator assists the executive officers and committee
chairmen in communicating the pclxcy resoiutlons of the membership to
appropriate federal duthorities:  He is also available to assist _proviri-

cial organizations in strengthening their consumer structures and influ-

‘ences.
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[ Group dec151cns must not prevent the 1nd1v1dual or assoc1ate
group of mémbers from openly and honestly disagreeing with the majori-
ty's dec151on and constructlvely suggesting alternative solutlons to

the approprlate authorities as part of their minority v1ewp01nt respon-

“sibilities.

A second motivational method is to work in small groups explaln-

1ng, and sharlng—-each learning step—by-step and moving only as fast as
the average member can understand the process. - :

Regular 1rformat1ve communlcatlon 1s essentlal to maintaining
any membershlp. N

Fundamental 6pératingw§rincipies

The following operatlng pollc1es outllne a few of the basic prln-
clples adopted by a number of consumer groups: Not necessarily in any

order of priority,: these operating principles inctude the need to:

i. Maintain an open membership and insure that all disabled
citizens are invited to part1c1paterln open assembly con-
ferences as a basic c1tlzensh1p rlght and responsibility.

2. Provide regular, dependable,7commun1catlon to the actlve
and concérned non-active members, being particularly sen-
sitive to the needs of those with language or communication

handicaps. R

3. Establlsh a soliad democratlc constltutlonal base, clear ]Ob
descriptions, and clear operating prlnc1ples to motivate
members through maximum involvement in all fundamentai in-

térnal policy decisions:

4. Be aiitonomous and based on maximum self help, i.es, the
group should not be controlled or 1nfluenced by any large
external force other than the members.

:5. Hav@ general funding accepted only from phliosophically

supportlve sources; and without any strings attached. (Few

true”? consumer groups w1ll accept funds from service agencies
_that have raised their publlc funds through the traditional
‘charity sympathy appeals.)

]

6. Coordinate the consumers V1ews and concerns, and to insure

their maximum involvémént in all related community policies
and decision-making systems. (Th}§,}s a primary purpose;

consumer groups cannot be a federation of recreation or

3s
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social ciubs, because thex: structures and purposes are
1nappropr1ate f??rt“e community monxtorxng/poiltlcal 1n-

fluencing functions:)

Insure and promcte the :oncept of services being provided

onIy by the appropriate community delivery systems that

serve the whoile communlty. b

Have all consumer action projects, in addition to initial
goals, sctrive for: :

(a) the building of consumer cross-disability coopera-
tion, experience, and trust;

(b) the establishment of greater pubiib/poiiticai Credf,
ibility for thé consumer group as a firm, responsible
force serving the wholé sSociety.

Avoid becoming a professional or permanent service delivery
organization other than in providing information or con-
sumer re&earch data to members and the general public.

Avoid ownlng a dlrect service or establlshlnq a service
demonstration project. First, thoroughly 1nvestIgate ail
established community service authorities. TIf there are

no established services, then sponsor a ccmmunIty boarad
with political/community representatlcn and a majority
representation by consumers.

Av01d the image or the temptatxon of representlng disabled

people as wanting segregated services or special favorable

treatment Where necessary, clarify that only essential

supportlve systems with approprlate modifications are re-

quested, agg that. these services are requested through the

regular commuﬁxty delivery systems~-"specialized serv1ces
if necessary, but not necessarily specialized services." {

aIternatlve action plans to the members. Include full <
disclosure of the advantaqes and dlsadvantagps of each
option presented. ~

Avoid staff domination by insuring that staff are committed

to providing a strong information and administrative base.
They must also be prepared to bUlld cooperat1on and commu-
nication and to avoid taking $ides on any. outstandlng in-

‘ternal polltlcal issue.
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14. Develop a strong, in-depth working relationship with the
media;, alwgays using it factually and constructively.
1%, Develop re#ular communication and working relationships
with at least three major and natural allies of the con-
Sumer movement: )
i : C .

(a) thé uhion movement
(b) the businéss community, é.g., the Chambér of Commercé

(c) the 1nter—fa1th communlty, e.g., the Councii of
Churches. =y

16. Avoid communicating with your govérnment minister through
permanently established handicapped advisory committees
appointed by government to coordinaté and repreéesent the .
gerieral views ‘of disabled citizens. These committees are
a direct contradiction and challenge to the right of people
to represent themselves through their own autohomous con-
sumer groups.. Establlsh a clear policy understanding, in-
ternally, that only consumer groups, through their policies
and elected representatives, have legitimate authorlty to

speak and negotiate their own concerns.. Individuals ap-
pointed to government advisory committeés are answerable

only to themselves and the mlnlster makfng the appointment.

'

’ _ ‘ Overcoming External Resistance

The consumer movement bas experlenced tremendous resistance, eSpe-
cially from the rehabilitation industry's bureaucratic levels. Each of
these challenges has a number of alternative solutions.

Paternalistic resistance. Many of the underlying problems faced
by consumer groups are deeply rooted in all forms of paternalism from
individuals or groups that want to constantly over-protect. First, past
services must be appreciatea.' Then plan an extensive series of meetings
and reorientation events demonstrating how,; .with appropriate sSupport,
disabled individuals accomplish more if allowed to_develop their own
solutions. Thé paternalistic groupS and individuals will eventually
begin to realize how the consumer risk-taking process actually eénables
the individual to become self—rellant

) The public prestigé seeker. Theré are those helping-hands who
volunteer their names and often funds in order to obtain public recog-

40
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’

nltlon. These individuals can be 1nformed of the real value of a direct

working retationship with and support for the leadershlp of the consumer

movement. Reorientate them to ur.derstand that they wiill be serving

their own partxcular public goals and needs if their relationship with
the disabied is on a one-to-one basis.

Qested interest resistance. Thls re51stance is often generated

by those who are directly involved in staff p051tlons of traditional re-

habiiitatlon service agencies., It is almost Imp0551bie to overcome this

naturai, self-protective re51stance. If at all possxbie, convince these

staff members that there will always be a4 rieed for qualified service

prOV1ders and counsellors for those who really need profe551onal coun-

seiilng. Having recognized thlS need, t+he consumer group must continue

to Inﬁorm the profe551ona1 why non- rehainItatlon community services are
required through appropriate general community delivery systems and in-

dependent living centers. ' ) i

Low expectatlon. Thls is one of the most deep- seated re51stance
forces. This resistance is best countered by patient firmness, always
succeeding with small specific projects. Through self- -—expression, cre- .
ativity, and risk- taklng, each success proves the underlying capacities

of all human beings.

7

Internal Growing Pains (

!
)

Consuner misunderstanding. Often a number of new or uninvolved

members express a lack of understandlnq about the purposes and/or pro-

cesses of group action: They may lack a sense of satisfaction that can

be achleved by workIng for a common ¢ecal, or in plannlng and then know-

ing how to go about soiv1ng a n2ed. This group must set one specific
and reachatle goai as its target. Motlvatlon can be achieved through

group shaling,; 1earn1ng, and goal getting.

Divis Ive group patterns. and unclear goaie. This ploblem may in-

dlcate the need for a membership review conference to eramine in thor-

ough detail the priority goals, the *atlonalq/of how the group works,

why and where the constitution nceus to be cﬁanged, and so forth. Alsc

the group problem—solv1ng processes. ne2ad re-examlnatlon. Internal ad—“

ministrative decision-making may ~1so dlscoﬁrage the general membership

if'it is not conducted in a democratic manner. Periodic open member-
shIp review sessions may help resolve mlstrust. :

$

Organlzatlonal administrative inexperience. Until recently, few

consumers; particularly in the Caradian’ context; had extensive organl—

zational experiencé with rommunlty qroups. Organizational’ and adminis-

tratlve experience carnﬂd through the consumex movement has enabled
many disabled individuals to apply thelr SklllS in other communlty or—

’

i 4]
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ganizations; inolﬁdiné new business.structures established by consumers.

Therefore, it is extremely important that every project a consumer group
undertakes must include the .maximum amount of work—-learning experience.

Shortage of leadership. This basically means that experienced
leaders are nat accepting their responsibility to share their organiza-
tional talents with those less experienced. It may also mean that the
group is involved with and divided by too many issues or prosects at any
one time. A review of priorities may reveal the need to concentrate all
efforts in one or two directions. The issue or consumer action project
serving the greatest number of members over ‘the long run is that which
provides legislative support for basic rights and public service needs;
e.g.; human rights, public transportatlon, education, development of
meaningful employment, etc. -

Shortage of funds. Many consumer groups havé,éxisted at the lo-
cal leével through voluntéérs and donated officé siuppliés. In order to
provide for thé necéssary céntral réséarch staff and internal communi-
cations, the consumer network requlr s suff1c1ent funds for conferences,
travel, and hiring of appropriate ha dlcapped/nonhandlcapped staff.
Punds are essentlal to 1nvolv1ng both experlenced and 1nexper1enced

mon1tor1ng, and adv1sory 1nput The h1storlcally negatlve pubiIc edu-
cation generated by charity-sympathy fund raising on the part of the

traditional volunteer welfare and service agencxes must be avoided at
all costs.

Consumer groups must deveiop their own flrm, positive; internal

publlc reiatlons guidelines ' for atl fund- ra1s1ng endeavors. In addition

to donations from members and supporters, as well as from community

foundatxons, many consumer groups have established fund~raising pr03ects

that involve offering appropriatte goods and services to the communlty in

return for a reasonable dollar payment. The United Appeal or the

United Way campalgns in various countries appear to have improved their
public fund- ra1s1ng 1mage to one of serving the whole community. This
phllosophy allows consumer groups to consider approaching the United Way

for a certain proportion of the1r fundlng.

Some advanced thinking is seéen .in governments that have specific
policies and/or legislation to provide corée funding Support for citizen-
ship development of specific disadvantage groups, e.d., Women, native

" populations, the disabled, national self-help groups. Governments also

wish to contract directly with conSUmer groups to research or advise
their departments on spec;flc areas of need or oplnlons of a target pop—
ulation. These contracts also prov1de 1nvaluable employment and re-
search experience for disabled citizens. It also helps’ ‘consumer groups

realistically understand the polltlcal/bureaucratic systems and their

limitations. They soon learn the consumer movement has a valid voice

.
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and hénceforth will not be left out of society's decision-making respon-
sibilities.

Relationships with the Community

The consumer group is not an island unto itéeif It must not

fall into the trap of becoming a social circle that is an alfernatlve

to community Integratlon. Rather, reaching out, it must be a sharing

part of the communlty, always brldglng gaps to .enhance consumer involve-

ment and recognition:

o Traditional rehabllltatlon agenc1es seldom 1nc1ude dlsabled board
members . Whereidlsabled people wexre accepted on boards, few had any
partIcuiar experle*"é or background in the consumer movement. It is

apparent that inc ¢ 1dual consumers Should be encouraged to run for

clected office on.various rehabilitation service organizations. If

suffIc1ent numbers are elected, it should insure that well-established

consumer. pollc1es and principles are advocated They can altso assist

these agencies in their policy. evaluatlon and long—range p1ann1ng. This

assistance is extremely important to avold dupiIcatlon or misunderstand-

Ing about the limited roles of the rehabilitation agenc1es versus the

independent living centers versus regular communlty dellvery systems
mandated to sérvé all members of society. . .

With the evolutlon of the consumer movement 1nto a dynamlc and
recognized political forc , it Is now qu1te common for polltlcal minis-

ters to nc(otlate-dlrectly WIth consumer groups. This récognition mo-

tivates dej:artment offlclals to contract directly with consumer groups
to obtain consumer experIence and speC1f1c data as a base for new policy

proposals to be shared with the consumer group before establlshlng a

firm direction. The collection.of "information and research data is an

accepted and valld component of the consumer movéemént's 1nd1rect7re§pon-
sibilities. It must be clearly noted that today, most consumer groups

ingist that "qua11ty research work demands a quality dollar" as well as
recognltlon of the value of consumer research. )

a consumer group is working for or endorses any polltIcai party. Most

consumer groups take an emphatic policy stand to remain nonpartisan and

above party poiltlcs. It is best to lobby 411 partles for Spec1f1c
issues and to seek uniform eéndorsement of established consumer policies. ,
In thls way the consumérs can belong to polltlcai partles as their con-
science .and viewpoints dictate. They can also utilize these links with
theIr personal party affiliations as a veh1c1e for advancing ‘specific

consumer policy issues.
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Future Challenges Facing the Consumer Movement

<

Hlstory demonstrates that most -citizen movements e1ther become a

part of the establlshment or fade away to make room for new movements. -

It is therefore qUIte .conceivable that parts of the consumer movement

w1ll be institutionalized and other aspects will fade in the future.

But what w1l1 be important is to 1nsure the permarent provision of an

autonomous, open; disabled persons' forum.

The most natural challenge will come from’ the large, establlshed,

coordInatlng, dmbrella agencies in rehabilitation that will attempt to

capture the consumer base through funding. While thése financial.sup-

port offers may be very sincere and magnanimous, they could, if accept-
ed, serlously undermine the autonomous consumer group. _ Overadependence
on the very organizations that requiré wmonitoring would erode Ythe free-

dom of obJectlve evaluation. It could also undermine the key self- help,

development role that is such an integral and important part of the con-
sumer growth process.

Should consumers accept public sServices from inappropriate health

or rehabilitation agency providers? Is it better to take a stand and

reject an inappropriate service system as a means of demonstratlng their -

1n51stence on recognition by the regular publlc delivery systems?

Docs the consumer. movement have the rlght to deny the individual

volunteer h1s or her right to-give and to feetl good about giving? As

the consumer movement moves closer and closer 'to insured publlc services,

does it 1nev1tably mean the consumer does not wish to be dependent upon

the volunteér charity dollara Does the consumer movement realize how

the insured sService:funding threatens' the sense of self-importance and

the feéling of pride that is generated by the volunteer giver? Does the
conSumer group want to destroy alt cbar1ty fund raising, redirect it, or

promote the concept of volunteer worklng partnershlps without direct
fund-raising appeals?

"

How shall we face the challenge of the grow1ng sheltered and seg-

regated workshop industry? These industries, use the image of tra1h1ng

as an excuse for avoiding minimum wage standards for its employees whlle

produc1ng real manufacturing goods for commerolal government contracts.
. \

should the consumer movement accept the premlse that q al work

should pay equal dollars or that it should pay a minimum inc gs—Yfe-
qUIred by all individuals in order to eX1et° For those unable to hold

full-time, galnful employment, would it not be better to transfer their

social securlty income payments to_an employment system, even if part-
time; to insure that the dollars flow through the normal employer/em-

ployee relationships? Would this transfer system then entitle the indi-

sidual to insurance benefits, pension benefits, unemployment insurance,
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and numéerous other 5001al communIty services, such as credit ratingé,
and that all 1mportant feeling of seif-worth and d1gn1t]°

PUbllC 1nd1fference and mxsunderstandlng will contlnue to be a

/)7// major challenge to the consdﬁéfﬁ@éﬁement. t is important for éach cori-

. sumer to understand that thie average citizen\ without a d¢sab111ty cannot
bé intimately sensitive to the needs of disabled persons or even aware

of the barriers establIshed by unthinking bureaucrats or polltlcal rep-

resentatlves. The consumer movement must propose constructlve, natural

ways for all citizens to become aware of each person's unique abllltles

and personal nesds: The answer is surely in being visible and active

in all public forums. Thxs also means assuming leadership roles, serv-

ing at the town fair or a school board meetlng, and utlllzlng a shoppxng

center, theater, the piayglound or going on a fishing trip. with; neigh-

bors . Only by meeting fellow citizens on a perscn-to-person basis wilt

triue acceptance and integration occur. This process must begin at the

juriior .school tevels: The greater the number of handlcapped people who

can part1c1pate in classrooms the greater the natural 1nteractlon and
acceptance.
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CONSUMER GROUPS: THEIR ORGANIZATION AND FUNCTION

7§oﬁreﬁ%ﬁdiéﬁ—Dﬁdie§, Vice President
Rehabilitation International, Singapore

individuals: To a greater or lesser degree, all of us have developed a

varlety of needs, be they for merchandise or for ‘services. 1In any com—

munIty there are individuals who depend on specialized goods and ser-

vices for some part of their lives; while others will have to depend on

these for all of their lives. There are .also those who are purely con-
sumers, while others are consumers as well as providers or manufactur-

ers.

It somehow seems to me tﬁét it is a ﬁistoriCai fait accompli
that when there are dichotomous’and juxtaposed circumstances or pOInts

of view, these give risé to a situation of conflict. It is thlS aspect
of the situation of confllct .that I would like to deal with in this
paper and, in particular, with the consumer groups that have hIghly

specialized service and merchandise needs--1I mean, the disabled among
us. .

Definitions

In 1893 in the United Kingdom, the law called the Sale of Goods
Act was codified: The term “goods“ is deflned as "all chattels personal

other than thlngsiggiaogfon and money." Here; a contract for sale of
goods should be differentiated from a contract for work and lébor.

From the above; it then follows that if a contract is one for work and

labor; theh the terms implied by the Sale of Goods Act (i.e., that coods

sﬁpplzed are of good quality and reasonably flt for the purpose for
which they are requlred) do not apply.

However, the House of Lords of the Br1t1sh Parllament maintained

that in the case of a contract to do work and to supply materials, two -

warranties may be implied in respect to the materials supplzed. First,; °

a warranty of theéir reasonable suitabi’ ity for the purpose, and second,

a warranty of their gcod quality, part..alarly against any potential

defects. Where the materials for a particular project have been chosen

by the consumer, then the SUltablllty regquirement is not implied. How-

ever, the gquality of the materials, unless otherwise stated, is implied.

Two other p01nts need to be born in mlnd while d1scuss1ng con-
sumer needs--merchantable quallty, and seller's skill.

Goods are said to be of merchantable gquality if they are "in such
an actual state that a-buyer fully acquainted with the facts and there-
fore knowing what hidden defects exist and not being limited to their

<A
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apparent condition would buy them w1thout abatement of the prlce Outaln-

able for such goods if in reasonable sound order and condition and with-

out special terms."

Reliance on the seller s sklll or judgement need not be total or

exclusive; but it must bé substantial and effective. However, there

must still be some reliance_ on_ the skill ‘and judgement of the manufac-

turer who has to comply with the plan and spec1f1cat10ns in respect to

the fitness of the product. "Rellance on the seller's skill and judge-

ment will usually arise by implication from the czrcumstances, and if

the particular purposé for which the buyer requires the goods are either

obvious or the buyer's $Spécial purpose *is made known to the seller, then

in the absence of anythlng to the contrary, reliance on the seller's

skill and judgeément is 1mp11ed. An example ofrth&s is the purchase of

a vehlcle, duly modified for disabled drivers or a motorized wheelchair

or any othér technical aid or architectural modification for the dis-
abled. -

It 1s essentlal to know that the disabled consumer, just as his
able-bodled counterpart, can have recourse to the .law.and pos$sible com-

pensation if the retailer selis goods obtained from a manufacturer that,

owing to some -latent defect, cause injury to the ultimate ‘buyer or ‘con-

sumer. Damages with regard to defects in aids can bé claimed from the

retailer in contract and, in certain 01rcumstances, from the manufac-
turer. in tort. -

The Disabléd as Consumers

If I may be allowed some llcense, I would 11ke to draw paraillels

between organizations for the manufacture of goods and organIzatlons

for the welfare of the disabled. Both these organ:zat:ons are involved

in "production." Robert Scott,rln his publlshed thesis; talks in terms

of "the makirig of blind men." In a sense it can be argued that agencies

for the disabled tend to bend thelr clients into the agency product.

These clients are then referred to as "cooperatIve clients" as opposed
to those who do not want to and cannot f;tﬁInto the mold and are then,

like the- ‘manufacturer with his nonconformlng product, labelled "re-
jects."

Both these organizations also serve a.clientele that can be

referred to as consumers of the goods and services of these establlsh-
ments. Therefore, as consumers, their interests must be safeguarded.

 Manufacturers and voluntary agencies for the disabled must maintain

certain organizatIonal and service standards if they are to satisfac-
torlly meet the ever-lncreas1ng demands for guality products and qual-

ity serv1ce.
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'As méntionéd earliér, whénévér theré is a dichotomy, a situation
of conflict could arise. Such is the case between manufacturers and
their consumers and between voluntary agencies and their consumers. One
suggested way to-resolve this potential situation of conflict is to
allow the consumers to participate at the policy level as well as at
other levels of the organizational hierdrchy. Another alternative is to
have - the consumers participate in the ownership of the organization,
i.e., set up more cooperatives in the industrial and voluntary sectors.
A third adlterfiative is to set up powerful, dynamic, and effective con-
sumer organizations nationally and internationally to serve as watch-
dcgs:fédviSers, and providers of feedback to manufacturers and %éiﬁhtéf&
agencies.

Disabled individuals in the community are consumers of special-

ized goods and services in addition to being consumers of regular com-

modities and services: Their needs are therefore unique, and agencies

that set themselves up to serve this group of consumers have to be, of

‘necessity, highly skilled in their service delivery. Listed below are

some of the functions that are imperative for the effective working of
consumer organizations of the disabled: -

1. They must protect the rights of the: disabled and work towards
- the formulation, wherever necessary, and the enforcement of
consumer protection laws. ’ )
2. They must insure that their voicés aré héard clearly on matters
concerning health and safety, education and welfare, cultural
and architectural barriers, economic well-being, legislation,
- p8ycho-social concerns, and transportation.

3. They must represent their groups forcefully before government
and statutory bodies, nongovernment agencies, and the privateé
sector: - -

4. They must study common problems; such as stabilization; reason-

ableness, and uniformity of the prices of technical aids for

the disabled, and the costs of transportation by land and air
for the disabled and their aides. '

5. They must eradicate unethical trade practices, particularly in
reference to medical; para-medical, and pharmaceutical products.

6. They must encourage and activate the formation of disabled con-
sumers' and producers' cooperatives.



7. They should encourage greater cooperatlon and dlaloque between

consuners and the staff and officials of voluntary agenc;es.
(Because of the atienation of consumers from the voluntary agency
hlerarohy, there is a paucity of dialogue between them at this
point:) . -

8. They must see that adequate’ standards are maintained by the

agency serV1ng the disabled. Machinexry for the accredltatlon of

services for the disabled should be set up “where none exists.

$tandards of academic, s001o cultural, Vocatlonal, and other ser-
vices must be maintained at the same level as is prevalent in
the rest of the country.

In d1scuss1ng the des1gn of organlzatlons, several factors have

to be considered, not least among these belng the style of Supervision--

whether, for example, it is partxcxpatory or autocratic. Such a model

should also take into account -the values and goals of those at the helm

of affairs in the orgdanization. These are more than likély to have far-

reaching 1mpllcatlons for the design of  the organization.

Organlzatlons corisist of people. Human motlvatlon, perception,

ang attltudes greatly affect the functlonlng of organizations. The

influénces that are brought to bear upon an organization will depend

upon whether or not the members are motivated or allenated,icooperatlve
or obstructive, creative and innovative or staid and nonprogress1ve.

Thus, the dlmenSIons of human behavior should also be included in a

model of organIzatlonal functioning.

Economlsts have argued that the prlce and productlon of the com-

modltlesrof a firm will influence the demand and suppiy in the market.

This is true for industrial plants and their oonsumers, it can also be

true for the consumers of Sérvices of voluntary agencies and sheltered ..

workshops. Sociologists have emphasized the importance of the légiti-

macy of the'organlzatlon in the soc1e,y 4in which it operates. Func--
. tlonaily then, economic as well as culturai aspects are necessary far

an organization's existence. Accordlng to contingency and systems

theorists, the extérnal environment has its influence too in the shap-

ing of the organlzatlons structure and operations.

The level of sophlstlcatxon and the standards of an organlzatlon,

voluntary or otherwise, will depend on its quality. of performance with

regard to its goals and objectlves. The efficiency in operating Wlth,
regard to economy of scale is dependent upon the size of the agency and
its age and experlence.
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Description-of -the Model

Accordlng to The DeSJgn of Organlzatlons by Pradlp N Khandwalla,

there are five classes of variables that describe a model of organiza-
tion, namely 1) situational, 2) strategic, 3) structural, 4) behavioral,
and 5) performance.

The situational or contextual variables cover eXternal, environ-

mental and what mlght be called demographlc variables. They represent

the s1tuatlon or context within which an organization functions. They

are the prImary sourcewof C°§§FE§£?§, cont1ngenc1es, opportunities;
and threats faced by the organization as a unlt In the long run, they
shape the inner worklngs of the organlzatlon.

.demographlc variables represent "size, age, nature of ownershlp (or who

thgingHCIpal beneficiaries of the organlzatlon a;e), and the nature of
output (products versus services). Although these variables have great

influence on the organizational .structure; they can only be changed with-

great difficulty, by managerial action.

&

management ideology and style, and the organlzatlonal strategy for sur-

.vival and growth. In management llterature they are called "policy

variables." These varidbles can be manlpulated to a point and changéé
in them will have deéep and long-term consequences for the organization

concerned.

The structural varlables,ras the name 1mp11e5, form the frame-
work of the organization. They formulate the durable relationships and

long-term working arrangements. The superstructure of the organlzatlon,.

the way people aré qrouped into departments in the organization; is one
dimension of structure: The infrastructure of the organization, the

system of controls and authorlty relatlonshlps, staff functions, formal-

ization of communlcatIons, various performance programs, and operating

procedures, is another dimension. The different’ functions categorized

unider the superstructure and the infrastructure together include differ-

entiation and reduction of uncertainty, coordination, and integration of

activities:

The behavioral variables déscribe:thé actual béhavior that takes
place in organizations as their members and staff struggle to meet.their
own needs as well as the organlzatlon s demands on them.r Organlzatlons

so also do the levels of morale and job satisfaction. The resistance or
encouragement to change or innovation varies from organization tororga-
nization. Somé members reveal open alienation while others reveal mo-
tivated behavior. '

,\/—‘/
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8 Performance variables are, or should be, constantly evaluated’by’
the managgmggtihéerarchy within the organization and are often evaluated
by interested parties outside. The mdfércommqn;pegfgyganée variables

are: efficiency (profitability), rate of growth (positive or negative),

apdﬂéegreé of market or community acceptance. Organizational perfor-

mance . is usually assessed in reference to some standards. Past perfor-

mance of the organization and the performance of comparable organiza-

tions are the usual sourges of these standards:

_ It is also plausible that a highly motivated menbership, which
is creative and innovative, couldV§E§éi6§ an organization with superior
performance, while an alienated membership, which is regressive, non-
innovative, and riddled with conflict may give rise to an organization
with low-level performance. : S :

In the pgegeht:context; a ESﬁéumér'oréahizétibn,EUnctioningrﬁifﬁ
a combination of a dynamic membership environment, a risk-taking, top-
level executive philosophy; a flexible organizational structure with a
strong information and control system, and high levels of motivation

and readiness to accept innovation on the part of the organizationalk
rank and file, may more surely iead to superior organizational perfor-
mance than any of the foregoing in isolation. -

] Change in the physical environment, as in the behavioral patterns
of members, can only be brought about through long-term planning and
action. :

~ Management's plea to quarreling groups to start cooperating has
little effect: Unless'one is a Ghandi or a Mao Tse-tung, these pleas
to work harder, to cooperate, and to innovate wili be in vain_ and._
remain unheeded. On the other hand, objectives can be reformulated

and goals reset, management styles and philosophy can be reconditioned,
strategy can be modified, and structural changes such as decentraliza-

tion and reorganization can be wrought more easily.
Conciusion

in this paper, I have drawn together several elements from the

industrial and commercial sectors and attempted to find analogies in
the agencies purporting to serve the interests of the disabled: Just
as the consumer of the manufactured commodity has formulated legisla-

fion for the preservation and protection of his interéstéiﬂééréléd have

many disabled persons who are consumers of service delivery agencies

formulated and established organizations tor the protection of their
interests.
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There are many obvxous differences in both these kinds of insti-

tutions, the industrial and the voluntary agency organizations. One:

cutstanding difference is'that the voluntary agencies receive the ma-

jority of their revenue from the members of the public for what; in

effect,icouid be promissory notes, or, put in another way; raising

money for future =tock.\ often; in many countries, these goods and

serv1ces are never seen by elther the clients or the benefactors. If

services are prOV1ded, very few are up to standard. A more thorough-

going and effective program presentatlon, or a brochure that is authen-

tic and verifiabile and describes simply the project for which funds are

required will greatly benefit all concerned.

Péper agehCies for the disébled, éhd pétrOniEing'profeééionais
that have developed. The mushroomlng of organlzatlons for and of the
disabled has caused immense hardship and strife.

It is hoped that with the adoption of the new bylaws and constis
tution of Rehabilitation Intérnational for:equal and full participation
of the disabled, there w1ll be greater cooperation between those of us
who have a- dlsablllty and thosé of iis who:have hot. At least in this

instance, let°*it be said that the '80s Wlll usher\ln an era of ; dynamlc

cooperation between all consumers, at all levels of organization and

function, ard that we genuinely do not dIfferentlate between the have's
and the have nots.
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ORGANIZING AN ACTION GROUP
[4
- JOhn,SimkiQs, 5hai¥man,,,,, o
Action for Research into Multiple Sclerosis, England

. 1In Britain in the early 1970s, a great deal of research was
done which might have led, but "in fact did not, to a major discovery of
use to people with multiple sclerosis. Veryiiittié of what was done .

could be termed "new" work, and in any case it was confined strictly to
the regulaxr medical disciplines. Anything outside these parameters was

called "quack" and quickly exiied;ifgygnireceﬁﬁly we have known an en-
tire proposal to be rejected with scorn on the grounds that the results
would be difficult to measure. This despite much subjective evidence

of réal benefit to sufferers who were already individggmly *researching"

themselves.

‘But if the approach to research could be regarded as miserably
stereotyped, then the treatment of patients and of publicity was posi-
tively juvenile: Very few people were told what their ailment was:
There was little or no advice on what they might do about their condi-

tion. Ths others; the vast majority, usually found out when it was
ton late to make the most of their rémaining active life. Generally

speaking, doctors' responses to their MS patients were patronizing and
singularly unhelpful, probably because they knew there was nothing they

could do: Certainly, it was considered "harmful® to discuss the dis-
ease with a patient, and irritation was the order of the day if they

were pressed for information.

People were éncouraged to visit a neurological clinic annually,

or possibly every six months if their relapses were more frequent. In
between, they were left very much to their own devices. THe only au-

thorized treatments were, and still are, merely symptom pallidtives,”

and very short-term palliatives at that. With almost evéry one of théJ-

treatments was the possibility of adverse side effects, often consid--

ered by the recipients as worse than the symptoms they wére used to

suppress. Unfortunately, this situation has not greatly changed, and

‘some of these "treatments" are still used.

. Counseling was really quite primitive. Thére were, until com-
paratively recently; mo counselors trained specifically to deal with
MS ‘people. -Not surprisingly, many patients dared to have families and
dependents. Rarely, if ever;, was it thought that the families needed
help, and there was no time to consider them anyway. :

- If there were any concern shown for the needs of the mind, it
usual@nggggithé form of Suggéétihg,Suchrdeviceérpﬁ Qgggpqtioﬁal ther-,
apy as basket making and similar activitiés totally unsuited to folks-

who could not control their movements. As for the spirit, well, the

v
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Lord was good, his beneficence was all arocund us, and we should be
grateful for his goodness. Right and proper as that may be, it did not

help the 1nd1v1dual who wanted to work but‘couid not; who:wanted a full

social llfe, but was prevented from joining in; and who wanted sexual

fulflllment, but was told, if it was ever mentioned at all, just not to
think about it.

- o—— .

- . Not a happy envrronment in which to have mUltlple sclerosis, and

one whlch was bound to lead eventnally to a revolt against the system.
The revolt came in March 1974 with the formation of the Multiple Scle-

rosis Action Group: Six months later the group was registered as a

charity and renamed A.R.M.S. (Action for Research’ into Multiple Sclero-
sis). . .

¥4

The Establlshment of A. R M.S. and Its Goals

The beglnnlng ‘of 1974 found MS like a Sleeplng Beauty—-one hun-
dred years of research older, with the world and all its conditions,

inhibitions; and opportunities fast changing around us while we stead-
fastly maintained the status quo.

) But there was a grow1ng unrest amongst MS people who,rthrough
h . a lack of positive information and the cliumsy response of authority to

their inquiries, had no way of understanding what was belng done for,

| ) them and to them. That question proved to be the spark thatiﬁthaily .
pushed us over the top into a militancy which upset -the comfortabile
world of the nonaccountable expert.

Prompted by a controversgai pressiartrgle, 30 people, .unknown
to each other untll that time, met and decided to form the group. We
had the grand reserve of T £32 f%@?) 0K, so we had very little money,

but we were certainly big on ideas:

f

1) We were golng to change the face of medical research by stim~
B wlating new and unorthodox research.
i : It would cost thousands, they said. Well, we had £32
’ C " and would just have to raise the rest. (Our budget for 1980

is well over £100,000.)

2) We would inform and educate MS people into a better under-
standing of thé diseasé and of how ‘t could be more effec-.
tively managed. B .

' ~ Using many. wrltten words and a unlque stvle of publIc
meeting, weé have helped bring about in Brltaln a dramatic
change of attitude toward the disease. People know about it;
those who have it discuss it amongst themselves and with

ERIC | I
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their medical advisors; researchers stand up in pubIIc to

expialn their work and why they are doing it; and just occa-
sionatly, lay people are even allowed to partiC1pate in pro-

ject management.
To help inform and educate, we planned to produce a

magazine for our members.: It now appears bi-monthly, has an =»

avid readership, and enjoys a thr1V1ng correspondence .

We would tell the general publlc about the disease to increase

awareness of its cost in both human and ECOHOmIC terms.

The measure of our success lIés in the current high

frequency of mention and d1scuss10n on TV; radio and in the

press, all of which provides a useful background for . fund-
raising act1v1ty.

we w0u1d ~operate a telephone counseling service for MS people

to fill the gap left by the limitations of local counseling

avallablllty.
We selected and trained our counselors and have run the

serv1ce day and nlght for four years. In that time, we have
handled more than 5007 ~alls and learned a lot about the MS

person and the MS fanily.

This ﬁanue knowledge has certa1nly 1nfluenced our

polches and activities and resultéd in a _confident and-grow-

ing membership now running at well over 1500.

~

The Organizational Structure of A R:M.S:

The A.R.M.S. organlzatlonﬂis built upon a set of rules, three cf
were to be regarded as fundamental.

That dontrol is vested in a committee comprised entirely of
MS people and MS related members.

The founders were adamant that those with the disease
should have the power of decision; rather than leaving control

That A. R M. S. should not engage in local welfare work.
The British Multxpie Scilerosis Society has a <large,

loosely structured network of branches, each providing <
friendly companionship and aid in its own locality. We saw
it as a total waste cof resources to duplicate that service in
any way- Our oniy practical welfare activity ‘is the telephone

counseling service.

" That A:R:M.S. should remain an entlrely Voluntarg, sel{;pelp

organlzatlon with no paid offi~ials or staff.
e . i B

~
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_That is as true today as it was 'in 1974. Everyone

WOIKs and glves freely of his/her time, skills, expéertise,

and money - We receive no government or official gramts-or
funds of any kind.

year. In addition, there are special méetings for fund raising and for

cons1der1ng grant requests. The committéé alsc visits each sponsored
taboratory or trial center at least once a Year.

The officers act as executlve dlrectors,rlnsurlng that essentral

and routine functions: aré carried out effectively. They are in con-

stant contact with their fellow comm1ttee members. Each member has an
allotted task for which he or she accepts responSIblilty, so that the
work is shared as far as poss1ble.

There is an annual general meetjng where the results of our

yvear's efforts are oresented ‘and the plans for the next year are con-
§idéred. Those are always lively meetIngs due to the strong interest

of the members and their personal commitment to the job of keeping up
the pressure and urgency in the search for an answer to MS.

We have no head office or, indeed, offices of any klnd., Thé,

secretarlal and admInlstratlve work (no less voluminous than that of

other charlties) is aII donie in members' private homes. - Our adminis-

tration secretary has a team of experienced helpers who, while living

many miles apart; act as her office staff doing jobs suitcd to their

individual capabilities:

] Theyrand the committee are in constant contact by telephone, and
yeihave found that there is very little that cannot be done by this

method:. Certainly, we manage to deal effectlvely with a large and var-
ied postbag.

There is no doubt about the finarncial advantages of this system

which leaves us freé of rent, rates, and other running expenses inher-
ent in the fixed, head office type of structure. )

. ~ A.R.M.S. work is lelsure tlme workr because @ost committee mem—
bers hold full-time jobs in industry, commerce, or the professions.

This means that meetlngs are held in the evenlngs, and nearly all the

practical activities are done after work and at weekends.

Personal visits are essential if A.R.M.S. is to continue to

thrlve. Several of us spend a great deal of time travelllng around the

UK "selllng" the gr0up and its work, and engaging in development func-

tions at research centers or in educational activities with ‘intérested
people who -want to know "what is being done."
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A.R:M.S. Research involveMEnt

In trylng to satxsfy our speC1al commltment to the,stimuiation

of reseadarch, we have found ourseilves sponsorlng work which, for reasons

of economy or pollt1ca1 expediency, was in danger of closing down.

Thls is in addltIon to heipIng other viable projects that have a spe-.
cial need for support to speed up the work or enable additional aspects

to be studied concurrentiy

We are actively involved in the management of two prOJects and,
1nterest;ng;yiihave found an enthusiasm on the part of those researchers
for the contact with MS people which we providé. When, in 1974, we

declared our aim of getting closely involved with scientists and doctors,
the idea was ridiculed by the medical and charity establlshmeh S.

We were 1nsu1t1ngly told that techn1c1ans would refuse to talk or

work with us because: 1) we as laymen would not understand the techni-
calities of research, and 2) the scientists wouild be incapable of ex-

plaining their work in terms we could understand. Both surmises were
wrong. We can and théy do communicate admirabily-:

We have learned much in the 1astrszx years about worklng together

with nothing to bind us but a common purpose. There are no Sanctions to

imposé, and people are free to come and go as their phys1cal capabili-
ties and consciences dictate: Despite their handicaps and often dis-

tressing symptoms, members cons1stently respond to a leadérship that in~

Sists on a program_ of creatIve progress and on the inéstimable value to
the patlent of constructIve self-help.

We have all learned a lot about ou1selves and the meaning of

voluntary commi tmen+t On the way we have each made many friends: In

fact, our specxailty is the Friends of A.R.M.5. group, several of which
are fIrmiy established around the country. These groups are solely con-

cerned with raising money, and they are remarkably good at it:

o There can never be a maglc formula for success ;n runnIng a vol-
qntary organization. However. for us, certain key factors. are ¥clearly
indicated as essential:

1. A firm, skilled, an< 1sitive leadership:

2. A confidlent but questioning membership suffering

$

from limitless enthusiasm. ;
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3. A busy program_ regulariy throwing up fresh "high spots"

of ex»1tement and interest.

4: Well-presented information designed to stretch the
majority juast enough to provide challenge.

5. A bUSInessizke approach to raising funds in_ Wthh the

group s commitments are high (a quarter million dollars),

but are presented in such a way that individual members

are motivated to set their own manageable targets.

own six years of involvement, we are more than ever convinced of the

need for our particular brand of "patient power."
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TRADE UNION PARTICIPATION

Liam Maguire, Chairman

Irish WheelchaIr Ass001atlon, Ireland

I W1sh to commence by extending warm fraternal greetlngs from

the Irlsh Congress of" Trade Unxons to all brothers and sisters here

present,; disabled and nondisabled. We extend the hand of friendship

to all those who have common cause with us in bettering the lives of

all, espeCIaliy dIsabied and working people. In presenting this paper;

I will of necessity be representing and discus$ing the Irish trade

uriion vxewpoxnt. To do so, I will first give you some StatlSthS about

the demographic structure and vocational groups in my country.

We have a comparatively small populatlon of 3,365,000 However
we are unique in Western Europe in two respects. One, our population N

growth is rapidly increasing; and, two, We have a very young, educated

and healthy people. This raises major problems Halfiof our popula-
tion is under 25 years of age. Thlrty-tWO percent is under 15 years of

_”age. This unique demographic structuré means that a small work force.
has to support a large part of the populatIon. It is, therefore; obv1-‘
ously necessary to maximizé the duantity and quailty of the work force

to use all possible Sources of manpower to the maximum of ability.- The

Irish tvade union movement is acutely aware of these needs.

The total work force IS 1,043,000 of which 762, OOO are employees.

The membeérship of those unions affiliated to the Irish Congress of
Trade Unions is 464 000--44% of ail employees in the country. These
sort of numbers obVIousiy glye strength to the trade union central or-
ganization and give rise to the possibility of centralized bargalnlng.
This is what has occurred.

SInce fIscai 1969-70;, all wage negotlatlons in Ireland have been

conducted in a centralized fashion under Successgive natlonal agreements.

These agreements were negotiated in_a bipartite manner between the

employers organizations and the unions-with the government partlclpat-

ing as an employer of the public sector, not as government: The unions

attempted to draw the government into trlpartlte talks in which the

agenda would include social and economic planning. These attempts were

unsuccessful {(with th2 exception of one such tripartite agreement which

proved abortive) as the government refused to enter talks as a partner.

However, the Irlsh Congress of Trade Unlons persistence, plus a

little bit of maneuverlng,rsucceeded in 1979 in getting a tripartite

national understanding kbetween the employers, the congress; and the

government which included elementsiof social and economic plannlng.
Some of these elements Were the establxshment of a National Development
Corporation, a comprehenslve health service (which covers 90% of the

-
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unemp%ggﬁeéi——aii tong-cherished congress aims. The precedent has now

been set for further tripartite agreements; and the extension of trade
union influence over social and economic planning.

The 1978 Resolution on the Righté of thé Handicapped

In 1978, the General Executlve Commlttee of my trade unlon, the
Federated Workers' Union of Ireland, submitted a ré%olutlon to the
Annual Delegate Conference of thé Irish Congress/of Trade Unions on the
rights of the handicapped: 2
Mlndful of Unlted Nations General Assembly Resolutlon 3447; "Decia-
ration on the Rights of Disabled Persons," adopted on 9 ﬁecembei 1975

and being aware of the contents of the paper, "A Fair Deal for the

Handicapped,” delivered by the Chalrman of the Irlsh Wheelchair Asso-

ciation to the Union of Voluntary Organlzag{gns for the Handicapped
onn 15 October 1977, this Conference instructs the General Executive
Committee cf Congress to:

1. Re-title the Sub-Committee on Protective Legislation to include

"and Legislation for the Handicapped" and to' expand its member-
'ship.

2. Make immediate and strong representation to the Government to:

(a) Declare a date by which all existing buildings and services
occupied by Government Departments, Local Authorities and
other State bodies shall be made fully accessible to the
physically handicapped. L

(b) Ensure that the aireadg overdue National Building Code Wlll

have adequegeig{OVISzons for accessibility for the physi-

caiig ‘handicapped and punitive penalties for failure to
observe same. :

(c) EStabllSh in conjunction with Dlploma and Degree awarding
bodies a method whereby the curriculae and examinations for
Architects and Civil &ngineers shall include accessibility
for the physically handicapped.

(d) Declare the principle that public transportation must be
made accessible to the physically handicapped and to give
a commitment that future capital expenditure will include
provision for such accessibility.

(e) Ensure that all schools, colleges and universities are made
fuiig accessible to the physically handicapped and to give
a commitment that future capital expenditure from State

69
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funds will be given only where there is provision for such
accessibility.

(f) Establish that in each Planning Office there is one named
individual with specific resgqqgi?ilifg>apd training for
ensuring that accessibility requirements are met.

(9) Recognise that a handicapped worker without a job 1s unem-
tloyed rather than ill by transferring the responsibility
for training and placement of the handicapped to the
Minister for Labour.

(h) Publish the entire Resolution and Declaration on the Rights

of Disatled Persons in the national newspapers in order to

comply with article 13 of the Resolution.

3. Enter into discussions with the Govérnment and the Employer-Labour

Conference with a view to establishing a regular comprehensive
medical check-up for every worker in the country to prevent, or to

detect at an early stage, any serious illness or defect.

4. Make representations to the Taciseach (Prime Minister) to appoint
a2 Minister of Staté for the Handicapped with specific responsibil-
ities to include liaison with the Irish Congress of Trade Unions

and the national voluntary organisations catering for the handi-
capped.

progress on this Resolution.

Following supportive debate, the resolution was unanimously adopt-
ed on Friday, July 7, 1978 and is from thenceforth part and parcel of

congréss policy until the decision of the delegate conferénce is reversed
by a future delegate conference--éh unlikely event. The rights of the

handicapped is now an item for consideration at the next round of talks
on social and economic planning.

A Study on the Needs of the tiandicapped. in_Ireland

- In 1973, the Jational Economic and Social Council was established
by the government. Its main task is to provide & forum for discussion

of the principles relating to the efficient development of the national

economy and the achievement of social justice, and to advise the govern=
ment on the application of these principles: The membership of the
council comprises a chairman, 10 persons nominated by agricultural or-
ganizations, 10 persons nominated by the Confederation of Irish Industry.
and the Irish Employers Confederation, 10 persons nominated by the Irish’
Congress of Trade Unions, 10 other persons appointed by the government,

and 6 persons each representing a relevant government department.
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The National Economic and Social Council established a number of
subcommittees fo study and report on specific areas of sSocial and eco-
nomic planning. One of these committees is the Social Policy Committee,
in which the Irish Congress of Trade Unions takés a particular interest.
The council published a report in 1975, "An Approach to Social Policy,”
and I quote from it: o

the dlsadvantaged in the community are assured of equal access to

educatlon, medlcal care, satlsfactorg hou51ng, and satlsfactorg

are as nearlg as p0551b1e equalized...

After dellberatlon and discussion of this report it was agreed

that based on the phllosophy of the rIghts of the handicapped; the goal

of rehabllltatlon policies is ultimately fﬁii integration. Often this

means the need to pos1t1vely discriminate in favor of the disabled per-

son. As the Snowdon report illustrates’ integration for the disabled
means a thousand thIngs.

It means the absence of segregation. It means social acceptance.

It means being able to be treated like everybody else. It means the

right to work; to go to cinemas; to enjoy sports; to have a famlly llfe

and a social life, and a love of life. It means being able to contribute
materiatly to the community; to have the usual choices of association,

movement and activity; to go on a holiday to the usual places- to travel
without fuss on public transport; to be &ducated to one's maximum poten-
tial with one's unhandicapped peérs whére possible.

Many of these are merely aspzratlons wrthln the Irish situation:

The goal of planning must bé to make thém a reallty. The councii there-

fore, in September 1978, 7comm1ss1oned a further study which attempts tb

provide an overview of the situation relatlng to the handicapped person

in Iréland. The impetus behind this decision came from the Irish Con-

gress of Trade Unions' representatives on the Social Pollcy Commlttee.

The focus of the Study is essentxaiiy on needs rather than dis-

ablllty grouplngs. wWwithin this framework the following areas are exam-

ined: 1dent1f1cat10n, education; employment, community services, income

maintenance, residential care, mobility, and preventive aspects. I am

writing this paper early in 1980. I expect that the study entitled

"Major Issues in Planning Services for Mentally and Physically Handi-
capped Persons" will have been published in the spring.

77"”777Th1s study has the status of a government—sponsored report and )
carries enormous credibility and importance. In effect, the government
asked for this report. When it gets it, it cannot ignore it.
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Fostering Legislation

Followlng the adoptIon of the resolution on the rlghts of ther

handlcapped in 1978, the Protective Legislation and Legislation for the

Handicapped committees of the congress scheduled a two-day seminar on

the rights of the disabied on May 19-20, 1979. mhlS seminar was attended

by representatIves of the largest and most 1nfluent1a1 unions within the

congress. At this seminar it was announced that the ExecutlveVCOmmIttee

of the Irish Congress &f Trade Unions had sérvéed a demand on the govern-

mentrto produce a green paper on the rights of the dlsabled so that inter-

ested partIes could examine such a paper and propose amendmerits or adden-

da, this to be followed in due statutory process by a white paper and,
finally, by an act of Parliament.

You can see that I have outllned for you the genesis of the Irish

trade union movement's position on the rights of the disabled:

1. 19755 The Natlonal Economlc and Sociat Council publishtes;, through

the Social Policy Committee, "An Approach to Social Policy.'

2. 1978: An Irish Congress of Trade Unions' initiative Withih thé

National Economic and 5001al Council results in the commissioning

of a scientific analysis of major issues in planning services for
the handlcapped.

3. 1978 The Annual Delegate Conference of the Irlsh éohgress °f,

Trade Unions adopts the resolution, "Rights of the Handicappped."

4. 1979: The Irish Congress of Trade Unions Sérves a claim on the

government to produce legislation.

The Fifth step will happen in laté Summer or early fall: When

the trIpartlte discussions commence on a new round of centralized bar-

gaining with the employers and with the government, the Irish Congress

of Trade Unions will be demanding a résponse to its May 1979 claim for

1eg1slatlon on the rights of thé handicapped. The study identifying the

need areas will have béen accéepted by the Natlonal Economic and Social

Council and submitted to the government for cons1deratIoh of the "major

issues" involved. The scenario is complete; the next move is up to the
government.

The Need_ for Statutory Support

As I stated at the begInnlng, I am representlng and dlscuss1ng

the Irish trade union viewpoint. ‘That trade union movement gibscribes
to -the phllosophy of egalltarlagrsm. It is; therefore, incumbeént on

that movemént to consider the special requirements of the handicapped
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1nd1v1dual to enable nim or her to ptay an equal role in society, so

far as is p0551ble. The rIghts of the handicapped can best be advanced

through the statutory underwr;tlng of the position of the handicapped

1nd1v1dual in SOCIety, so as to ensure the max1mlzatlon of that indi-

vidual's ablllty to perform a social role.

Maximization of the handlcapped individual's ablllty must not be

subject to cost/benefit anaiys1s as the criterion in de01d1ng whether

or not to provide aids or services to the handicapped. We, the body

poiltlc. must decide that the maximization of the handlcapped individ-

ual's abiltity is the rlght of that individual, and theé state is obllgated

to provxde such aids and services as are required. To do otherW1se is to

atcept a degree of lesser ability as being the apogee of the asplratlons
of any handicapped individual.

Without a legislative foundation, it is comparatively easy to
reduce the level of aids and services during tlmes of social or economic
stress; and to justlfy this reduction by accepting a lesser degree of
ability. Of coursé, thé inevitable outcome of such a poiicy, when car-

ried through to its extreme, is best exempllfled by the7§§zarre solution

to the "problem" of the handicapped which waaiadopted less than four de-
cades ago by the architects of the Third Reich.
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HANDICAP COUNCILS: A SWEDISH EXPERIMENT

Linnéa Gardestrdm, Director:
The National Council for the Handicapped, Sweden

on the following pages we will present the regional and local

Swedish handicap councils. The councils are intended to be advisory

and coordinating bodies where representatives of the disabled discuss

current problems with representatives of the various local and state

authorities. There are now handicap councils in ail of Sweden’s 24

counties and in more than 250 of Sweden's 278 municipalities.

In order to get a clearer understanding of how these councils
function in practice, the National Council for the Handicapped initi-
ated a study which was published in 1978. The results of this study
are summarized in the present paper. We will also try to reflect some
of the discussSions which have gone on since the report was published,
and the concluSions which can now be drawn as to the future of these
councils. '

In order for the study to be as concrete as possible, we chose
to Study the activities during one single year (1976). ‘Twenty-four
municipal councils and seven county councils were chosen at random and
weére thereafter carefully studied. We started by studying the minutes
in order to get an idea of what matters had been treated at the meet-

ings. The secretg;igsrof the councils géVe_SUpplementaryrigggrygﬁibh
during detailed interviews. Thereafter we interviewed 343 out of 364
members in all of the 31 councils. The method used was telephone inter-

views. The interviewees received a questionnaire by mail and answered
therquestiqgsigvggﬂthé phone. This method proved profitable, both as
to frequency of answers (90%) and the contents.

Iin order to get an idea of how the activities of ﬁhé,doﬁhciié,

were judged from "the outside,” a number of responsible civil servants

in important committees (government and municipal) were questioned by
letter. We also tried to measure opinion within the organizations by
sending letters to the chairmen of the regional branches of the organi-
safions of the disabléd. These inquiries reached a total of 161 per-
sons. ' : :

Thé third step of the investigation was the holding of six re-
gional conferences with a total of 185 participants. Most of these
participants were active in handicap councils, both in those councils
covered by the study and those which were not. At the conferences; the
préeliminary results of the study were presented, and the participants
weré given the opportunity to make their comments. The conference

acted as a control, showing whether the study was really representative.

At these conferences; half of the time was devdtedrtordisctssion about

the future of the handicap councils, in light of the findings reported
in the study. :
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The Handicap Councils within the Swedish Administration System

As seen from abroad, Sweden is a centralized homogénéous state.
Uniformity is great all through thé country. There are no less tharn
1,600 kilometérs Erom the plains in thé South, résémbling the ferti =2
farming areas of Middle Europe, to thé minés and forests in Lappland
far north. In spite of thé great distances and the great regional
différences, there is eéverywhere the same administrative system with
its centér in Stockholm. Medical care, social welfare, schools, etc.
are organized in the same manner, and the clearly expressed intention
is +n even out regional differences. :

ThlS unlformity is, hcwever, cnly partly due to strict centrai-

1zat10n. On the contrary, during the 1970s, central controt diminished:

The most tvplcai example of this is the fact that- the munxcxpaixtxes

and the ccunties now administer two-thirds of ait expendxturec in the/f

publlc sector. The share admlnistered by the state authorities has

constantiy shrunk. The greatest percentage growth of expenditures is

fownd in the counties whose councils have as their pr1nc1pal task the

séministration of medical care. .

M Jc”pal and County Administration

The key role played by local government in Swedish society was
made possible by two local government reforms. These ref - 1ed to a
decrease in the number of municipalities (kommun) from at . 2,500 in
1951 to no more than 278 at presént. . Thée last merger took place in
1977. It is this new system that is reflected in our study. At pres-—
ent, in most municipalities you w111 find spec1allz°d local committees
(namnd) in charga of various sSectors. They have a growing staff of
employees. This means that problems of coordlnatlon between different
municipal commlttees have become more frequent. Handlcap issues, which
fall within all sectors of mun1c1pal activity, present one such coordi-

natlonrproblem.r The handicap councils are intended.to act as bodies
for better coordination in_this area: :

. We should also mention tiat the number of poixtzcaiiy elected

representatives has diminished cons1derab1y because of the merger of

mun:c:pal:txes. in 1951 there were 200,000 representatlves Aftexr

1977 the number is only about 55,000. This is part of the so-called

municipal democracy problem. The handicap councils have been discussed

from this aspect also, that is, the wish to get more people involved
actively in local self-government.

At the regional level there are the 24 countles (lan), each w1th
its county council {(landsting). For more than 100 years,. the principal
task of the county governments has been to bProvidé medical care for the

v
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inhabitants of their area. In each county there is also a naticnal

county administration, which is responsible for regional planning.

This county administration is headed by a board: The board members

are appointed on the basis of election resuits in the county. In addi-
tion to the county administration board, there are several minor re~ .
gionat state authorities responsible for construction, employment, and

schoois. Thus, the county handicap councils have different kinds of

coordination probléms than the municipal councils.

National Administration

i
At a central level there are of course the parliament (rikgﬁég?

and the government (regeripé); and in addition about 70 different cen-

tral administrative agencies (&mbetsverk).

The minisﬁries Kdéééggéﬁéhi) of théjSwééiéﬁrgbVernmgéﬁiﬁééf little
resemblancé to those of other countries; the actual administration rests

upon formally independent agencies. Therefore, the ministries are very
small units and are not suitable for detailed central control. For
example, the Ministry of Local Governmént is responsible for the 24
counties and 278 municipalities. The number of employees in this minis-
try is about 50; including secretarial staff. This can be compared

with the largest county administration that has about 1,500 employees.
The Ministry of Health and Social Affairs, with a budget of over 30
billion kronor had, a few years ago, only 91 employees.

The central administrative agencies, on the other hand, are quite

large. Due to a unique Swedish tradition, they are independently respon-=

sible for the application of laws and regulations within their area.
cabinet members and théir employees cannot; and are not allowed to, in-
terfere with the handling of matters within the offices. A membexr of
the cCabinet is not the principal of "his" offices; and neither is he

responsible to the riksdag for decisions made gy thée offices.

The uniformity of Swedish administration is larqe'y due to the

activities of thé central administrative agengies. Hownver, during the

1970s, the decentralization poticy affected their goverr.ing and con-
trolling roles. According to present doctrine, the government offices
are ts act as "advisors" and “policy-makers"-~Somzthing in between an
advisory bureau and a research institute. /—

/

The National Council for the Handicapped |

) It is within the framework of this Sésté@iﬁﬁéﬁ we find thé Na-
tional Council for the Handicapped (Staten% ﬁandikapprﬁd ~ SHR)'. The

SHR has 18 members appointed by the governTent; in reality, these mem-

/
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rare represented on the board:

bers are chosen by the government offlces and organlzatlons reprEeented
‘on the council. mherchalrman is a member of Parliament. The folliwing

. ‘

- The Natlonal Labor Market QOard National Board of Industrial Safety

Nationadl Housing Board, National Board of Town and County Pitanning,

Natlonal Social lasurance Board and National Board of Education

- r"he Swedlsh A55001atlon of Local Authorities and the Federation of
County Councils

- The organizations of the disabled: -

The task of SHR is to promote better living conditions for the

disabled; and I'ts principal duties are:

¥

- to follow measures taken by society for the benefit of the dlsabled,
and to further the coordination of such measures

disability issdes in thelr work

-~ to initiate 1mprovements in the dlsablllty area

- to follow and further research in the dlSablllty area

=~ to support the activitieé of handicap councils in municipalities
and counties E

- to provide information services.

rT‘he SHR is a body for cooperatlon and COOLdInatIdg, just as the

reglonal and loc: 1 counC1ls are. The national cowiczl has a rather

small secretarlat in Stockholm that has close contacts with the county

and municipal handlcap counC1ls &anshandrkapprad LHR; kommunhandlkapprad—

KHR) . However, it must be observed that the National Council for the

Handicapped has no power to dIrect the activities of the county and mu-

nicipal councils. In this, as in other areas, thexe is opposition to
any kind of certral controil. ~" L F
e
¢ . s
Voluntary Organizations .

In this uniform but decentralized system, voluntary organizations
play an 1mportant part. They have a number of different channels
through which they can influence matters. -

I



62
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A uniqué position in Swedish society is that of the so-called
popular movements (folkrSralser). - According to a prevalent definition,
a popular movément is "an organization with a great number of members

all over the country that has a democratic construction and has a non-

matorialistic (idealistic) element in its activities."” Of course, this

definition applies to most of the 24 Swedish organizations of the dis-
abled, cvén if some of them, particularly those uniting groups of medi-
cally handicapped persons, are small and have few local organizations.

) The Swedish organizations of the disabled are different from
Such organizations in most other countries in that they are prédomi-
nantly managed by disabled persons themselves. Often the majority of
the members are themselves disabled, and, on the boards and other

decision-making bodies, the disabled members have the decisive influence.

7 It is estimated that the organizations of the disabled in Sweden
have a total of nearly 300,000 members. The five biggest organizations
are:

- The Swedish Association for Traffic- and Polio-injured (RTP);

50,000 members

- The National Association against Rheumatism (RMR); 36,000 members

- The Swedish Association: of the Hard of Hearing (HFR); 34,000 members

Among the very émaiiestrorganizatiéﬁ%iiﬁéi§6ula mention P=Club
for stammerers (350 members), the Natiomnal ﬁgsgq;afion for Thalidomide
Children (200) and the Swedish Association of the Deaf-Blind (120).

'In addition, organizations with memberships totalling 230,000
are united in HCK, the Central Committee of National Associations of

the F.rndicapped, which defines itself as an organ for coopération.
Thée a:m of HCK is to represent the common interests of disabled groups
in a united front. Since 1964, HCK functions at a national level, and
nowadays also in each county and many municipalities.

~ In Sweden, as in other countries, thére is a tension ketween the
double role of handicap organizations. On one hand, they want to &i:
combat and service facilities. On the other, they need public financ-

ing, and they are expected to cooperate in decision making and adminis-—
tration.

£
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At the national leyel thesei?égeééﬁfe groups" éobﬁerate regular-

ly in the commissions of 1nqu1ry which are normally formed in prepara-

tion for all refegms an@igyher important political decisions. Béfore
the qovernment decides upon the proposals of such a commissior, they
are always S??P,Q?E,EO gather the comments of & great number of author-

ities ‘and organlzatlons. This means that all those interested in the
matter have an opportunityv to make thelr views and comments kxnown.

It is commen practice thit in their turn, thé boards of the
national organizations let the remional and local associations have
their say before reports are made out and handed over to “hHe -evoernme ..
There are always at least 300 commissions of inquiry at vork wimules -
neously in Sweden. About 100 reports are finally presented .ach yeow,

and 100 new commissions are appointed. ThlS standard procel e ig saia
to explain the factual and dispassSionate spirit. which prevaiig iIn
Swedish politics. ©On a regional and local level decisions - . al??,,”

usually preceded by close 1nvestlgatlon. Generally however, onI, other

authorities within the county or munlclpal admlnlstrat‘on ‘.ave & chance

to give their opinions. That is why it was considered an ImpOjt ant
accentuation of the status of the handicap “ounCIleithqt as stated in

the statutes of 1971, they were identified as bodies to whom such
inguiries weve to be referred.

The munlelpal counc1l is the supreme policy-making body elected

by the citizens. The busrness of the municipality is run by an execu-

tive committse and other committees. The executive committee is the
managing and coordinating body. However; a great deal of the practical

work is done 1ﬁdependently by th.: comnittees; the members being appoint-

ed by the councils in proportlon to their political representation in

theimun1c1pallty. This means that the committees are made up of laymen

with pelltlcal responsibilities. 1In principle, all decisions are to be
made by persons who are p011t1cally résponsible, not by civil servants.

The most important commLttees in thlS connectlon are those im-
posed by law: the central soc1a1 welfare committee (respon51ble for
social welfare, child care, and temperarce care), the building commit-
tee (planning and bulldlng), and the educatlon committee: Out of the
committees that are not obligatoxy, we want to mention two: the
culturé committee and the leisure committee (spores and recreational

fac1llt1es).

The prictical work is carried out by employees. Normally, every

commlttee in nunlrlpalltles with more than 10;000 inhabitants has its
own administration with a head wheils responsible to the committee.

Only in .the smallest munICIpalitleq do they have one general mun1c1pal
of fice with some departments servicing the various committees.

B 4
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Administrative Position

How were the handlcap coun01ls to be 1ntegrated into this sys-

tem? This was a controversial issue at tne start. Almost unanlmously,

the organizations of the nandicappéd wanted the councils to be dIrectly

subordinate to the executive committees of che munic1pai1t1es in order

toc have the greatest possible weight and authorlty. However; the Asso-

ciation of Local Authorities (the powerful interest and service organi-

zation of the municipalities) recommended that the counicils be attached
to the central Social welfare committees. ThIS is how the matter was
finally séttleéd. Only three of the councils in our study were dlrectly
subordinate to the cxecutive committee.

I{ seems that the representatIyes of the organlzatlons of the

hénaicépp :d have now accepted this arrangement: Several parties have

sald that because the coun01ls are attaCIed to the central s001a1 wel-

maklng thar would be possible if they were subordinate to the éxecutive
commi ttee.

The same argument hasrbeen heard Concernlng the county handlcap
coun01ls. The pOSItIOn of these councils in the system is difficult to

describe in a simple mattef. With few exceptions, the county handicap
councils belong to some other coordinating body--génerally, a body Wthh

was formed Inrthe early 1970s by the municipalities and ccunty counc11s
Jointly in order to coordinate, for example, medical care and social
welfare.

In our study, it has no: been Eoss1ble to conflrm any connection

between the organizational posltlon of the counC1ls and their degree of
activity and efficiency. How active a council is, and how great the
results achieved, seems to haveéimuch more down-to-eartﬁ reason: the
amount of time the secretary (handicap couricillor or other civil ser-
vant) can devote to the affairs of the councit:

The status of the councils could also be measured in_another _

manner: whether the polItIc1ans ho are members are "heavy" or "light."

As pOllthlanS of great weIght we could class1fy, coarsely, those who

were chairman of one of the big committees or who were members of the

executive commi.ttees of munchpailtIes o~ counties. If we allow thlS
A;mtnltlop, we can. assert that somewhat more than half of the pOlltl-

cilans were "heavy This must be interpreted as a Sign of great inter-
est in the handicap councils on the part of the political parties.

In the munchpai handicap councils, éimost aii of the members

repreSentInq society are politicians. And almost one-£fourth of them

ware also memiers of some organizations of the disabled: Only 13% were

civil servants:
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In the county handlcap counCIls, t~= share of pollt1c1ans is
1OWer, 59%.7 But on the whole, it must be 1id that the organizations
of the dlsabled have had their wish fulfiited, i.e., the presence of
responsible politicians, preferably at least one of them "heavy," in

the councils.

Representation of the Disabled

Y

The répresentation of the organizations of the handicapped is
a somewhat controversial issue. Orne reason is that the number of orga-
nizations 1s,great, and there is not room for all of them at one time:
In order to keep'the councils down to ‘a size whlch enables them to work
ecfficiéently, they are usually made up of abouc .0 - 12 people.

The authorltle wished to qet both a c-mp7eu-ﬁ zive and a concise

picture of the demands of the disablad. The soivticn found vas a divi-
sion into flve handlcap groups: the motor disabie ‘. the visually im-—

paired, the hearing impaired, the medically dlsabled and the mentally

disabled: Each group oaght to have at least one representative in each
counc11. In snite of this, It was fec ced that all associations would

not be able to make their voice~ heard.

Ouf ‘study shows that the handicap groups are very éVénly répré-

that are most firmly established. For e>amp1e, these four organlzatlons
had 75% of all seats in the coun01ls. The four JererDHRf(moto; disakled),
SRF /visually impaired), FUB (méntally disabled), and HFR (hard of hear-
ing). Ten organizations were entirely unrepresénted in the 31 councils
studied.

7. 2 uneven representatlon does not in 1tself have to be a

disadva:i.tage, if thé council member represents his or her own dlSabIllty
groug and not only the organlzatlon. However, this' iz not aiways the

case, accordtnq to wur study. In the test interviews, w¢ foungd a

statement to the effect that the dlsablllt& representatives ;ﬁ the
council "only rtring up the wishes of their own organlzatlon. We asked -

the representatives of the authoritiss to comment upon thlS, and more

than half con51dered that thls tatlicd with ‘their own experiences.

According to the secretaries only more than crie— thIrd of the disability

representatlves tad, 7dur1ng 1976; brought up a matter which chiefly

concerned another organlzatlon than their own:. One way of solving these

? problems is to form reference groups wher2 all organizations are repre-—

sented: In one- thlrd of the councils studied, the organizations had
formed such reference groups (but the additional work frightens some
of thzm). . : .
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Finally it ought to be mentioned that it is always the _handicap
movement tha:* chooses the representatives, through cooperatlng bodies
or otherwise: Not in any case did the municipal authorities or other
officials elect the representatives of the disabled.

Activitiés of the Councils

Intcnded Scope of Activities

The governmental. comm1551on which initiated the handicap coun01ls

dcqcrIbed them as coordinating bodles, where experts were to meet and

confer on the efforts to be made by society for the benefit of the dis-

abled: However, the Association of Local Authorities and the Federation

of Cou-ty Councils dampened these ambitions: In their recommendations,

chey said that the councilg were tc be bodies for mutual consultation..
They wer> also careful to point out that the councils could not be vest-
ed with any decision- mak*rg rights. After a fow years, the Association
of Local Authoritiés wag fuoreed to issue a 9*rcular reminding parties
not to forget this llmltat'en.

In spité of all this. thore werc important is:ues handed over to
the councilg. Théy were to comment. upon official ingniries and were
thus to be part of tlie regula: smnicipal decision-mak’in¢ process. They
were to point out desiderata, fcllow changes in servicer offered by
society, ‘and give their motaives fcr ix tﬂeas;nj financinl resources.

This last is naturally rether unusual . suricipa’ rﬂffirrs,rbut it ex-
présses the ambition at that time to imprové services for the handi-

capped. In the policy for the county handicap counciLs, some more tasks

were added: to squest priorities with réegard to certain measures to

be taken, o take ne initiative in ‘ntegrating dlsabied persons in all

training and educa+ion programs, to siuggest how the money provided by
the county council ~ divided among the organlzatnuns, and to take part

in the planning of handicap care.

Actual Activities

- It is against this background that we will now look at what the
handicap councils did during one year.

First of all, 1t must be said that the co: 1c1ls have never gone
further than the limits set. They have not received nor procured for
themselves any decision-making right. Only in .. few councils was the
secretary of the opinion that, in practice, the counc1l had the rlght
to make décisions 1ndependently, and in two cases it was simply to

divide granted money between organizations.
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This does not prevent representatives of the organizations from

strongly feeiing that they ought to have their own right of decision.

PractIcaliy haif of them considered that the councils ought to_be able .
to decide for themselves on measures to be taken in the dlSablllty

fi-id, partIcuiariy as to changes in the physical environment. However,

this would mean a deviation from the present doctrine that each com-—
mittee and authority is responsible for disability iSsues within its

own sector: That politicians would be willing to give the right of
decision to a body which had no political respon51b111ty would be anoth*
er change in pollcy. Among the reprcsntatives of society in the coun-
cil, there are only vague sympathies for giving the councils a right ‘to

make decisions.

How about the other tasks entrusted to the councils?

As we have sald before, 1t is -mportant 1n the Swedlsh deciSIon-

system, i.e., that you are regularly given the opportunlty to comment

upon current proposals and plans. Our study of the ‘handicap counciis

givés a rather ambiguous picture of their su:cess in this respect:

Of the 31 councils studied, we found that 11 had never commented

on any of the inguiries, }27had @9“?,19 9???,9‘ tWIce, and 8 had com-
mernited upon 3 -.12 inqux:;es. The most common ingquiries were about
town plannlng and bUIidIng plans: 1In the Swedish Parliament, two pro-

posals have been made in vain asking that the municipal handicap coun-

cils be Obligatory references in matters of this kingd..

The annual drawing up of bu.igets is no doubt the most important
occasion to "p01nt out desiderata and give motives for 1ncreased finan-
cial resources." Our study shows that only two municipal councils and
four county councils were jinvo.ved in budget business during 1976. And
in these cases the involvement concerned lesser issues, such as dividing
grants among the organizations of the disabled.

Nine out of the 31 councils have, during the year studied, con-
tributed to joint activities of the authorities. One example is a
council that took the 1n1t1at1ve for a joint conference concernIng
grants for the adaptatlon of dwelllngs for dlsabled persons. Six of

the councils contributed to some kind of jOlnt act1v1ty by the author-

ities and organizations of the disabled. To some exteht theigoun01ls
reached the aim of contributing co increased eooperat;on within the
field. The provision of information, both external and to staff, was

rather more ordinary. More than half of our councils had been involved
in information activities.

DN
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~ We have also studied the minutes of thé councils in order to
see thi types of subjects treated. First, let us mention that most of
the items in the minutes related to discussions within the group, i.e., .

exchange of information, etc. Only a scant 40% of the business involved

some kind of external action directed by the council to the catside
world.

- In the municipal handicap councils we found that adaptation of
thérphgségglwgnvirdhméht is the major subject taken up 139%). The
reasons for this, as suggested in our conferencggiigrg_péfﬁiy that these

matters are easiest to identify and to take measures to correct, and
partly that in these areas there are strong organizations with suffi-

cient representation in the councils. The next largest subject area
taken up was the function of the courncils F@g@se;veé (9%). Under_the
5% limit, we found many headings, such as work, home service, child care,

seeking out disabled pérscns who need assistance, etc.

in the county handicap councils the distribution is much more
even; with medical care being the most prominent subject. This is
natural as Tthe county councils are in charge of medical care. But the
distribution of Subjects alsc shows that those issues that directly in-
volve the reégional authorities of the government (work, social security,
education, housing) are less than 12% of the subjects dealt with. It
is the businéss of the county councils which dominates, not guestions of

cooperation. This is partly due to the fact that govérument authorities

have their own direct contacts with the organizations.

half of them made one or more investigations themselves during the year.
This is not a bad figure, if one realizes that none of the councils has
a full-time secretary and that half of the secretaries say that they
only (.vote themselves to the councils in connection witii the meetings.
Twenty-one out of 31 secretaries consider that the time thev can devote
to the council is insufficient. '

The handicap councils normally meet 3 - 5 times a year. Almost

gyglpétion of. tiie Councils' Activities

The dat» reported here shows that the activities of many councils
do not, by far, correspond to the official guidelines. Oné possible
interpretation of this data is that individuals within the handicap
rovement and govérnment officials both had unrealistically high expec

tations at the béginning. In our discussions, most people lean towards
this explanation.

.~ But the activities, such as®they bec: 2, were still highly rated
by thosé who take part in the work of the councils. For example, of
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the members, 83% COnsidered that the suggeéstions of their own»counciis
had "considerably" or "in part" been followed by decision makers. A
still greater number conSidéred that the conditions of dlsabled persons
had been improved "to a certain extent" or "cons1derably" through the
activities of their own council. In none of these cases was there any
difference between the various *ategorles of members nor between the
more and the less sSuccessful councils. Most of the members mentioned

that the attltudes of the authorities had changed because of the coun011s,

but many also mentloned concrete improvements: "access1ble busrtermlnal
"bevelled curbstones," "magnetic loops in public olaces,' "swimming es-
tablishment acceéessible."”

The above statements were made by those dIrectiy involved:. Al-

though Stlll a predominantly pOS1t1ve evaluation; we found a less posi-

tive attitude when guestioning the 60 responszbie civil servants who

did not themselves belong to the councii: A majorlty agreed that the-

couticil had contrlbuted to 1mpr0vements "to a certain extent" or "great-

1y," but 37% cons1dered that no improvements, or only small ones, had
been accompllshed

An evaiuationiﬁﬁiéhiis just as interesting is that of the chair-
persons) ) Here aiso a majority is positive to the counc1ls, but 47%
consider that no Improvements, or only small ones, have been accompllshed

tions of thelr own members. We can note that the negatlve oplnlons were
malnly from those associations that had no representatives of their own
in the councils ond from those representing thé heterogeneous group of
medically Zisabled persons. This relatively large number of organiza-

tions is, as we have seen, less represented in the councils than those
of other groups.

Thece is reason to turn for a momen+ to the mlnorxty of council

:nembers whoseé évaluation was negative. Some spontaneous comments can

shéd light on their experiences: "the council takes up too few matters

-and too seldom," "too slow, sluggish, Vand too bureaurratlc " "because

thé councils are not de01s1on-mak1ng bodIesrbut oniy 1nformat1ve, I

don't believe that they can have contributed to any changes."

From other interviews it can also be gathered that the represen-

tat1ves of the h””dIcap organIzatIons were not particularly impressed
by the contribution of the representatives of the authorities. Of the

dlsabled representatlves, 40% considered that their counterpart had

shown "yather tittle interest” or "no interest at all"” in the work of

the councils: & usual comment was: "if the members representing the

.authorities came -to the meetings at all..." Only 6% of those répresent-

ing the authorities had a correspondingly negativé opinion regarding
those members who represanted the handicap organizations.
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. The ability and willingness to give information was rated in a
similar manner. Only one-fourth of the members representing the dis-
abled were of the opinion that those representing the authorities gave
"good" information regarding the current affairs of their own committee

or authority. In contrast, 63% of the members representing the authori-

ties considered that those representing the disabled gave "good" infor-
A. 3 -ing the aI g g

mation regarding the wishes and needs of the disabled.

We can discern a difference in roles here. Many of those who
répresent society consider that it is natural for them to mostly lis-
ten, and that the représentatives of the handicap organizations must
be active and présent their demands: It may be both necessary and, .
sometimes, tactically advantageous not to reveal their own Standpoint
until the actual decision is to be made in another forum than the coun-
cil. 1In oné of oiir test interviews we heard that "the members repre-
senting society say yes in the councils and no in their own committees."

We tested theé truth of this opinion on all the council members, and
20% of thém considered this to be their own experience.

Factors Affecting Procuctivity

Some councils are more active than others. Some councils show
more concrete effects from their work than others. We have gathered
some different indications of activity and efficiency in order to see

whether they coincide with difféerent objective conditions. The only
correlation that can be found i with the amount of time the secretary

can devote to council work. But the reason might just as well be that

energetic and active councils are also able to get sufficient secré-.
tarial resources. In view of all the discussions during the 1970s it
is worth mentioning that we di@ not find any correlation between activ-
ity/efficiency and the organizational position of the council.. The
political majority in the municipality or county did not afiect the .
result, nor did having mos*ly "heavy" politicians in the council. It
would be natural to believi that the “"older" councils were more "estab-
lished." Howeveér, age seems to have nothing to do with a council's
efficiency and activity nor does having a larger number of politicians
than civil servants. ’ ’ :

 In three-fourths of the councils, members are remunerated for
attending meetings. This has often been said to be necessary in ordr
to encourage disabled persons to join. But hére as well, we uw ©Ft vay

we did not find any correlation at all.

Evidently one must look for explanations that have nothing to do

with organizational or political conditions. Such explanations are
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always dlfflcult to measure, such as the members commitment, ability,

and 1n1t1at1ve, both in the councils and in the organizations they
represent.

There was a smati but marked dlfference in the extent tou which

the coun01ls were free to act, depending on the political majority.

The counicils had greater freedom to act in the municipalities and coun-

ties that had a non5001ailst majority: That the so...-. democrats have

been found to be more restrictive in tuie councils migh. be explained

by the fact that this party considers that demands by the "interest-

organlzatlons" ought principally to be channelled through political

parties:

When the councils were first introduced, any people wére afraid
that; in consequence, the contacts of the organizations with the au-
thorities would lessen, but it seems quite cléear that the introduction
of the councils has not led to any diminishing of contacts. We found
that our interviewees, regrettably, did not have a clear view of whether
the introduction of the councils had diminished or increased direct
contact between the organizations of the disabled.

»

The Fiitire of the Councils

The handicap councils will not be written off as an unsuccessful

experiment On the contrary, SInce 1971 the council form itself has

become more and more prevaient in Sweden. The handicap councils were

the pioneers. Later on there came councils for adult education for the

retired, councils for immigran -, and counciis for youth clubs. The -

Swedish Pariiament gave its official blessing in 1976 when it voted for

a proposai by the government regardlng the develcpment of municipal

democracy. In this proposal; there was a recommendation addressed to. ©

the munlclpailtles to strengthen contacts with popular movements and to

prov1de for permaneht or temporary bodies for cooperation. Thé motives

given were that in this manner "closer contacts are created with groups
that are now usually too little represented in the municipal committees."
Thus; the councils were to be an extra channel for groups with small
political resources. Among these, gnecial mention was made of immi-
grants, disabled persons, and socially isolated persons.

Models for the Future

At.ihe six conferences that were part of our investigation, time

was also devotéd to discussions about the future of the councils: Dur-
ing theéeseé discussions, three future models quickly crystallized.

\I |
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The first model asserts s1moly that the councils should txy to

1Ive up to the original 1ntentlons. The majority of the part1c1pants

in the conferences backéed up this 1dea—-representat1ves of the author-
ItIeS, the disabled, and secretaries of the councils. According to

this model, future counalls would deal with comments upon commission
reports, proposals,,1nvestlgatlons and surveys, information conferences,
plans for coord1natlon, etc. This also means that the secretariats

must be given better resources,rthat there must be a working comnlttee

that can handle and prepare matters between meetings; and that there

must be a broader representatlon than at present on the part of the
authorities. The participation on the part of the handicap movementﬁd

must also be formallyed,rso that the councils can establish their work
more flrmly in the movement, for example through reféerence groups that

together prepare ‘the meetIngs of the councils.

AE

The second model suggests that the counC1ls generalIy remain

what they are at the present time, i.e., kodiés for mutual information
and discussion. In that case, no great resources are HEEded, but the

répresentatives of the authorities must take a more active part in the
work than they do at present, and the representatlon of the handicap .

movement must be broadened as much as possible: This model is backea

‘up by several social democrats and also by certairn persons in the

handicap movement.

The third model calls for the councils to be changed into handi-
“cap committees with right of decision on a mumber of questlons,,and
with the financial resources. necessary to carry out their decisions.
This long-range program was backed up by a few persons in the handicap

movement. It might be added that aIready, in some Swedish municipali-
ties, special immigrant committees have been formed with immigrant
councils acting as reference bodIes. This means . that prototypes for
this third model already exist, and that the resistancé based on the

principle of not forming committees for a given catégory of C1tlzens

has already bezcn broken. ]
. o

Conclusion

our report was published durlng the sprlng of 1978; and the

large.stock was soon exhausted. The National Councll for the Handi-

capped in Stockhoim initiated d1scuss1ons regarding a foiiow-up. A
spec1al working committee, including represerntatives of the handicap

organlzatIon, the Swedish Association of Local AuthorItles, and _the

Federation of County Councils, plans to sum up the discussions in a

spec1a1 pubiication. It is also expected that the two associations

just mentioned will"® publlsh now recommendations. It a;.ears that they
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will - - _1e second model as a basis for new policy. This means that
thoy witl directly reject the third model and that they will establish
that the purpdse of the councils is to see to it that disability matters
are looked after in alli areas.

The recommendatlon w111 propose that coun01l act1v1t1es be de-

tles,itompos;tlon, rogtlnes, remunegatlon, etc.r They w1l1 p01ntrout new
méthods, such as régular hearings with representatives of committees

and administrations--regular meetings with a common theme, where the
nature of the subject will determine what organizations, politicians,
civil servants, and-others are to be 1nv1ted. In this manner, they

hope to broaden the representatlon of the handlcap movement, and also

to reach admlnlstratlons and committees that at present con51der they
have neither the time nor sufflclent reason to have permanent members

serve in the counc11s. The coun01ls, per the reccmmendatzons, are to

play a role as 1n1tlatcrs, Informants, and mediators: 1Issues are to be

taken up by the councils and referred. to the authorities for fnrther

treatment, and w -uld thus be treated by the bodies where they come in

naturally, and in collaboration with the organlzatlons affected. Direct

contacts between the authorities and the handicap movement are to be the

most important ones:

In this; the mﬁniéipalitieé and county councils are partly in
oppos1tlon to those at the conference who “1vocated the first model,;
viz., that the councils should live up to the original recommendations.

However, it seems likely that v within the handicap movement will
like the accentuation of the - . dent importance of the organiza-
tions. But it is hardly 1like. .:at the municipal associations and thé

handicap organizations will be uable to agree entirely.

It must bé stréssed that the recommeéndations of the municipal
associatiens are in no way blndlng. Now, as previously, it depends on
the parties in each local and regional council to determii. how activ-

. ities are to be constructed in the future.
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Consumer Involvement
Impact on Rehablllta tio

Tﬁiérchapter fdcust on ther
participation and the results
of participation of disabled

- people in policy decisions that
* directly affect their lives.

Pieter Blommestijn from the :

Netherlands examines the nature

of participation. Donald
Galvin from the United Sgg;es
dlscusses the Impact ofighe

the independent living movement

in the ©:S. Richard
#udson-Evans from England.
describes the involvement of
disabled people and their .
families in the management of
attendant care; Per-0lov

‘Kallman from Sweden deScribes

the participation of disabled
people in tranSportation
services; Kalle Konkk&1lid from
Finland looks at participation
in higher education; and Ken
Davis and James Woodward
describe participation in
information services for’
disabled people in Engiand.
Chapter 4 will loock. at the:
societal 1mp11cat10ns of the

'part1c1patlon of disabled

people.
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PARTICIPATION or HANDICFPPED PEOPLE IN THE PLANNING,

IMPLEMENTATION - .i: "‘HAGEMENT OF REHABILITATION SERVICAS*
B N ~Ps v J: Blommestijn. Hrad
; Diredtorate of 014 Age Policy & Social * .abilitation, Netherlands

Part1c1patlon and democratlzatlon are sister and brother. Tbeir
cormmon father is democracy Derocracy means that a: group governs3 it-

self; all the citizens together make up a self-governing unit. Since

there is general agreement that this is a "law of nature" between people

and between the peopie and their government, there is no arguflent that
partICIpatIon should be iimited to pOllthS and government.r It ought to

be ‘extended to aill situations where power is wiélded. Participation is

‘basic to democracy and strongly ‘correlated,. therefore, with the possi-

inIt{?%i the structure, the substance, the "image," and the historicaxz
evolution of the political democracy in a given. country.r Wlthout a
"full pound" of political democracy; participation is only play—actlng.

“he Importance of ﬁarticipation

Participation is nowadays acknowledged to be a bas1c7soc1al
right, a fundamental right. Theé legal ground is broadly determined

socially. It iz determinéd in accordance with' the pr1nc1ples of the

freedom, -equa..ty, human dlgnlty, solldarlty, fraternlty, and mutual

alliance of all citizens. Fellow 01tizens, such as the handicapped;

may not be reduced to objects of care and management. "They ought to

have a say in or at least be informed about the circumstances and con-

ditions under which they must live and work. Especially those who are’

very dependent on services and institutions-should not be jammed into

hugé anonymous structures.

"HaV1ng a say means co- determlnatlon--freely, actlvely,rand with
awareness taklng part in the process of self-détermination. .But, as in

a polltlcal democracy, part1c1patlon means rlghts and dutles.

?artlc1patlon is a basic right, as we. stated before. It is a
micro rorm of macro-scale democracy. It has social and leqal roots.i
But it means much more than just exercising a clv1l rlght.y Participa-

tion contributes to self «xpression_or self-reallzatlon. PartIc;patlon

is an inborn need of everyone in all 01rcumstances in ‘all countrIes.
Without it; one feels unfree, ncertain, and unsafe; powerloss, even

threatened, and dependent.
’

A soc1olog1cal argument supports partICIpation. If residents in

an 1nst1tutlon or consumérs of social work are asked to contrlbute in

¢

*This paper is a'condensed version of the original.
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some way to the reallzatlon of the aims of the institution or the ser-
vice, it is found that they w1ll 1de1t1fy themselves more with.that
institution or service. In consequence, the guif between the board and

the clients decreases or fades away -

art1c1patlon does rnot aIways mean the exercise of direct pover;
dircct power can be deleqatuw tc representatives. The delcgation how-

ever o tands under the direct . n' 1 of the represented and can be w1th—
drawr. dt any time. This formg sssent ial difference to political
demouracy. Partlclpatxon is, fact, a correction or a_completion of

litical democracy wherein tho cifizens want to be involved i their

uvxornmont cnd administration not <nly during electvon~ but over the

whole q1tlat1ve perlod. Participation also brlngs a counterp01se to
;rmfeuaxuna1rsm, it can be experienced as organ’ selt-help too.
participation is not just a technlque, it 1= a social system with

socetatl and individual goals aimed at reducing aufhorltarv‘n, one-sided

behavior: It is the defensive weapon of the undexrdog. By fcrmuiatlhg

it in this manner; it is understandable that i:.i an auLthftarIan de.no—
cratic system, participation is seen as a threat: but even in a good
lomocratic system, participation has to be fought for against establish-

ment and regency.

The Scope of Participation

Pdrrl(lpatlon is poqolblo In state services or 1ngt1tutlon~, as
(11 as in private, nonprofit services and institutions. It is also
pos 55ible to participate w1th1n foundatione, societics, assoc1atlons,
corporations, companies; oOr pubilic agenc1es.

barficinaLi(u, cnderstood as taking part in every aspecc of so-
clietv, stiould be made posolble at all governmental levels (central,

regional, and Iocai), in legislative polic¢cy making and pianning (1nc1ud—
ing parthlwatlon in advisory bodies), and in the management of services,
providions; and institutions that provide direct care and help to wel-

fare consumers like the handicapped.

Some Provisos

To put it guite plainly, I am not an advocate of services run by
OF in the hands of ~licnts only. I'm well aware of the attitude that
the handicapped ~re the Sérvice providers, that ‘the handicapped arc the
omployers of helpers who ace their employees, ctc. But, I must state
that it is very difficult, not to say impossible, for the handicapped

5.
«J



1
[

O

ERIC

Aruitoxt provided by Eic:

79

to distance themselves from all the matters ~oncerrad. Nobody carg . J
tor himself in all aspects.

Theére is a socio-political concern too. The handxcapped do in-

dend provide services, and the customer is king: But, it Is the society

as o whole that pays for care an?l cure; soci=ty, government and legisia-

tor mike care p0551ble to the soelety.r I'm awarc of examples of self-

qoviernment by workers, but that appIqu o the pfoductIve sector where
other rules exist and where people can bear and must bear their own

risks:

Types of Participation

The manitestations of participation are manifold and depend on
tite given ¢ircumstances. We know of no pat, generalizable, uniform for-
mit for arl situations.

Handicapped persons in long-stdy institutions, with care, nurs-

ing, and housi:..; day and night, are the most dependent and vulnerable
citizens. T ir need for participation, in it$ broadir _Sense, 1s ex-
tremely hic “-stly, they are living in ° <titutions for the handi~-
capprd alc ’ :, their situation can b iwveyed and may lend itself
well to pa. ory stiyuctures.

~ Soime form: of part1c1patlon in the_. ing .itutions could be: (3)
commigsions of handi- .>ped residents, or (b) handica, i patients on

the board and in man 2ment or,; if they cannot parti ivate thiemseives.

(c) participatinn.of L.aeir legal representatlves (pa?ent , guardians;

spousns) 7y or, (d) participation by representatives of associations of

handicapped persons, preferably on the basis of election by the handi-
capped residents thomsclves.

Aarrlgtputxon should be related to tue essential aspects of liv-
irg: ﬂIATItIOn, hou51ng, recreation, the lay-out of the »uilding, thc

order of the day, the rulces of the home (in so far as they pioduce po-

tontial rest: Lhts), and the general methods of care and cure. Forms
of participa n should recognize and be limited by the lnstltutlon S
need for efficiency the character and objectives of the service, and

the financial bearlnq power of the given society as a whole.

. Participation in ambulant services has more dlfflcultles. Most
f those services are not for handicapped perso:  only. Experience
hows that clients are more intcéréstéd in getting information, having a
say in their own treatment or theérapy, and in establishing a right of
appeal with an independent, expert body. They are not as interested in
participating on the board or in the manaqement of the service. Alter-

Pl
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natives here are: commissions or counc1ls of cllontc (former clients
represencatives of associations of handicapped pc¢rsons; or just the
handicapped lients themsclves) or structured forms of ccnsultation be—
tween management and clients.  This latter option may be set up by cli

ent associations or by consumer organizations in the field of welfare.

Coordination projects exist in many countries wheve ambulant ser-
vices are of a deneral nature, iie:, where *hey are intended for the
wholn population and are not split up intc divisions for the handi-
capped, the aged, the unemployed, ornlgn workers, etc. The aim of

these projécts is to coordinate the génerai services on behalf of clicnt

groupi thHat rnieed svecial attention: These projects are not aimed at
"apartheid" oukrcoordlnate in order to guarantee that welfare services
ATG Dot fragmcnted or split up into categorial and, thereforz, isolating
“closed shops." We are in favor of this solution, where it is possibl..

Participation can then be rcailzcd by way of membership of the associ-
ations of the haxdl(appcd on the board or in che managemen™ of the ce-
orc.. ting bodien ’

CLier LpoOTLT nWtLes for participation are available in the fieids
oY public slannineg, proosical planning, ana pol cy making: including the
work of advisory bhodi

Participaction as a basic rlqrt is not confined to concre*; ser-
vices or provisions. The whole plannlngrmdchnxery is even more impor-—
caxt for citizens who are depéndent on the products of plahnlng, svich
as acts,; regulations, flnanolal schemes, working methods, sarvice esta
lishrients, ctc.

Physical plannlnq is a very 1mportant sector. Here, decisions
£ made about wliéré ins+itutions will be iocated, and about other hous-
i units and théir operation. Sirnce houblng and living in one's own

(sl ling are esse ntial poqelbllltles for self-realization, for creating
n_mal socidl relaflons, opportunltlcs for participation ought to be
created here too.

Requirements for Effective Participation

Partlrlpatlon requ1rps a step-by-step strategy for several rea-
sons. Participation must be learned by inexperiénced consumers, circum-

Stances are very ifferent everywhere, and menbers of boards and people
in manaqgement are ot w1111ng to cede their territory or to Sharerlt
with strangers. Soc1ety, government, admlnlstrators, the authorities;

etc. are not favorably inclined toward radical change. and partIClpatlon

is otfie such radical change. Changing the attitudlde of workers in social

welfare agcnc1es and policy makers in government ig a laborious process.

It takcs a long time, hard work, and endurance to persuade unwilling and
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uninformed peoplé and to get their support or at lcast their tolerunce.

Part: c]patlon requires a hlgh degree of orqunlzatlon. It is nrot
4 ployground for Soloists. Participatiorn réQUI‘”C an organlzatlon
background, in this casc a good organization fg hand;capped persons.

Depending on the situation, the most appropriate or nization may be one
of handicapped people orly or a broader consumers association, trade

unicns, etc.

Tralnlng and educivion arxs another 1mportant requirement of par-

t1c1patlon. Espec1ally handigsgped persons, focused as they are on
treatment, care, and cure In situations of dependence, should know that

active participation reouires special training and education.

in this respect; we must emphasize the cataly21ng or genfratlng

function of participation pessibilities. Experience shows that it is

1ifficnl' for associations of handicapped peoplé to gét good members of
4w W rds. Participation can thus form an instrument for recruiting

» . . experienced fellow handicappcd persons, because pdrtlnlpatlon iz a

7 ‘111enge and requires organizational and managerial capabllltles.

Conglusiocn

AS was stated brfors; part1c1patlon Io a basIc richt, but it too
involves duties and sacrifices. ‘here are 1o rezl parviers that oravent

handicapped néople from part1c1patlon and ce - >termination. The o>rcgani-
zations of handicapped people have to struggie iy order to win t- 2 fight

for thLlr basic rights. .t is very ITportant therefore; that the asso-

ciations of handﬂcapped citizons have within *heir own organizatio: -
good examples of participatio: >r aiil their mgmbers, irrespective of

age, handicap, social status, educatlon, and intellectual capability.
“wcentration of power in government and nonprofit organizations is
3t1- a4 concentration of power by nonhandicapped people. In order tc
bvoﬁv these forms of power, handicapped people need unity, solidarity,
and mutual alliance: They too need good, realistic information abgcut
what partlclpatlon really is, why part1c1uatlbn can contribute torgreut—

er well-being and self- confldoﬂcc and wha:- the limitations of partici-
pation are.

Fd
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POLICY ISSUES IN INDEPENDFNT LIVING REHABILITATION*

Dr _onald Galvin; Director
Univeriity Center for International Rehabilita' ion, United States

tation - ct in a remarkable, if not revolutlonary fashion: The objec-

Cf tne 1J.S. federal-state rehabilitation program was extended to
. - “independent 13 :'ng" s well as Vocational rehasilitation. For

o - first time, a disabicd person's entntlcment to raabiiitation ser-

vices was not predicated upon his/her fea°1b111ty for gainful employment

and contribution to the GNP.

The Historical Context

T we ld llke to put our 1ndependent IIVIng movement into perspec-
tive by relating it to other soc1a] movements that interface wich and
support indcépendent living. I should mention that I am indebted to

Gurben DeJonu ~ the Tufte Mcdical | nabilitation Research and Training
Center for this arialysis.

The Civil quhts Movemqy@ 'any of our early 1ndeperdent 11v1ng
advocates were active partICIpants in the ¢’ .1 rights movem:nt in the
197Us. That movement made many disadvantaged groups aware of their

rights a 4 had an impact far beycnd the movement for rac1a1 equality.

Civil nyht) were soon exXtende . to benefit rights, that is insisterice

dr~n one's entitiement to income and medical assisternce educatlonal

>

benafits, the rIgFt to treatment, and so forth. These beneflt rIghts

dre often prcreqo151tes for living in the communlty For exampie, many

disabled pgrqohv will be involuntarily confined to long-term care facil-
ities 1f they do not have access to income assistance, barrier rzee
housing, and atiendant care benefits.

The Consumer Movement. ThlS movement is gersonlfxed by Ralph

,id has resulted in the emergence of public interest law and the
ant of several consumer protectlon laws: Rasic to consumerism is

rust of sellers or service providers: In theory, the hallmark of

, . ree market €conomy is consumer s~v9rCIgnty, however, many feel the
e . : ofessional provider in rchab111tat10n has been sovereign. With the
rise of consumer sovereigdgnty, professxonai dominance in disability pol—

icy and rehabilitation is “eing chaiienged:

) The Self- Help Movement: The self-help movement embraces a large
variety of groups. elf- help groups have emerged for almost every con-
ceivable human condltlon or probiem. alcoholism, drug abuse, death and
mourning, komoqexuallty, child abuse, old age; neighborhood crime, cig-

*This paper is a condensed version of thr -.wiginal.
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arctte Jmoklnq, ¢hild@ birth, and--of prime intercst here——dlsablllty
Self-help orgariizdtions view themselves as mutual aid groups that serve

a5 supports, adjuncts or as valiad alternatlve to estabilshed human ser-

vice angencies., Sclf-hvlp orqanlzatlons are intended to glve peopie the
opportunity to exercise control over their own 1IV€S and the services

they use. They are information giving, CODSCIOUSHGSS—IuISIHQ organiza-

tions that also help to confer sovereignty on the consurior:

The Demedicaliz Jtzon/Seif -Care Movement: Over the last few de-
cades, an increasing number of behaviors once considered si-iful or crim-
inal havwe ¢ome to be considered ilinesses. They have become: "medical-

ped,

Impiicit in the argument for demedicalization is the assumption
tivic f:;idividuals can and should take greater responsibility for their
SR lru-t} dhd m(dlCdi ca re. At 1ssue for 1ndependent llVlﬂg is fhe

domlnance of the mealeal care system corcze medical stability has been ob-
tained: Disabled persons are insis® ing that the management of their

disabilities is primarily a personal matter and only secondarily a medi-

cal matter. A constant medical presence in the lives of disabled per-

"sons 1s said to induce dependency and conf11CL with the true goal of re-

habilitation.

T think you'll find that several of the themes embodicd in these
four m .vemerts play themselves out within the fOIIOW1nq 1ndeptnden+ liv-
in% policy issuecs and concerns.

Pelicy Iss  — ond Concerns
One o iicy concern is to grasp what is meant by “independent 1liv-
inag.”  Unforcunately, federal ]aw, as 1s often the case, only implies a
definition. Let me illustrate this joiiy issue by contrasting the
viiws of two prominent reprosoer atives of different views.
In o journal articie on the subject, former U.S. Commis:i mer of

Rehesilitation, Robert Hmmphrevs, described independent living in terms
of services Lhat mIght not have an immediate employment objective, and
he spore ~f qervzces over and above those traditionally provided. His
rgpresents d provider's view, - fairly typical service orientatic

view

O the other hand, Lex Frieden of the Texas Institute for Reha-
‘litarion Research and a rational consumecr leader, speaks about '"inde-

pendont itvxng" from a more phllosophlcal and polltlcal persp(“tlve in

torms uf eyor01%1nq control over one's life :ized upon having options
that minimize derendence upon agencies, institutions, one's family, and,

.



to some degrec, the very services that the professionals are eager to

prowvidde,

Thus there are dlfferent Ideae, viiws, and values being cxprcssed.
Howcver, it is posslbje to envision a successful scenario which comblnes
these views, iJel, the prOVISIon of approprlate and needed rehabilita-
tion sorvices that in time cnable a prrson with a severe disability to
Gchicve grcater control over his/hexr life.

Tha- "happy ending" notwithstanding; :t is still fair 1o'say that
thi onsumer view of independ. - living is the broader view, for irnde=-

peridont living is not seen as a competing or subsidiary goal to employ-
ment. Calnfnl employment nay be viewed as a very authentic way, but nct

the only way, to achieve independence.
Foderal Off]’]u‘b and rohabl'leatlon l/:of(.w,‘:lonals 1n our country
Glaetimen e the term "independent living thdbllltatlon. I have

hedrd several consumers challenge this teiym both on the basis that it

tends Lo be a narrow view of irndependent 1.-.ing, and because I* tends to
‘ﬂ‘dmO "independent living" within "rehapilitationd' Patlent c nsumers
cive obscrved Fhat rchabilitatien chould be thouqhi cf as oniy one ele-

ment or stage of independent 11v1nq. Less patient consumers hrive asked
the rictoric.l question, "When are we ever free of rehabliltatlon, when

are woe independent of professionals and thed. agenciaes?”

Obvious.y, the stage is set for another poiIcy issue or concc:

namely, consumer control and consumer p& rtICIpatlon in poliry dewvilop
ment, program manajement and ovaluation. While the 1973 law required

that ot 1tes "taka into dccount tho views of consumers," states were not
ircu tu actually share their pOlle making power with consumers.

Yol

Consumers at beést operated in an adVIeory capacity. The lanquage which

apprars in Title VITI of thn 1978 A r is considerably stronger in this
“jard, for now consumers must be jiven a place in policy décision mak-
yng. They are to be v"eubstantially represented’ on the boards and among
the manaqgement and staff of indewcndent living ceéenters created and sup-—
ported by funds appropriated by the Congioss.
One must ko<p in mind that our recent '»qlelat1V< success il

terms of architectural barricr laws; mandated special education, nondIs-
crimination requirements, and independent living were in large measure
the direct result of the politics of confrontation and activism on the
part of organized consumer groups. These groups. and individuals are not

Hiw likely to pas:aively relinguish all policy authority to professionals
and their agenc i oo

In cvoer y meeting I have attended w1th natlonal consumer leaders,
uart]glpat1on and (ontrol have boen a prominent, if not the most imj or-

J
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tant concorn. Most consumer !-:aders feel thac thel- ©.ovol  Dition
decision making and their control of indepenaent liv.ug vt
lamer s 1 and basic to the very definition of independ:«nt t

-5 iIs
ng; 1.

it i by, about, and for handicapped people themselves. lrofessional
roviders and administrators need to be aware that consi~ s regard our
w:11ingnos§s to share power and authority as the "litmus test" in terms
sur genuine belief in independent 1iving. A period of conflict, ac-
. mmodation, negotiation, and compromise may be anticipatedl as the major

dctors go about the business of translating law into workable policies
and procedures.




CROSSROADS CARE AIFNDANT SCHEME TRUST*

Dr. Rich. rd Hudson-Evaas, Fopnaér and %rustee
C'rossroads Care Attendant Schene, England

What is it? Wnat are 1its aims? How did it start?

It has long bééh,agrceé in my country that thc chronic sick and

el diirly are better caréd for at home than in InstItutIons. The reason

this idcal of homé care is not being achieved is that none of the stat-

utory care support systems .ve aimed at q1y{ng active support to the

cqrc:qivér 1 the home, but confine their efforts to those being cared
ror.

) The statutory scrvices (community nurses, bath attendants, home
hwpo, hcalth visitors, etc:) call at times and on days that suit their

cticular organizations, and these do not necessarily suit the wishes
¢ the family bclnq carcd fov. These services have a day to fill and
theic round i«, te doubt; OLganlzed in the most économical way. One
patient is bathcd and got up at 8:30 AM whereas another will be bathed
at 4:30 PM, whether he or she likes it or not.

our organization aims at dcllverlnr the service at the times con-

veniont to the families concerncd, even if the hours are considered un-

sociat: Wwe do not aim to imposc methods of care on these families, kut

carry out their wishes. Neither do we usurp the work of th@ statutory

scrvices, but supplement it by proxlﬂ g our swpport at times when the
statutory services are not available.

the one sltuatlon that fllls both care-givzr and the verson being
carcd for with drcad is what would happen sheoid ilie cure-giver be 111
and unable to cope? Crossroad~ allays that fear by belng available to
take compléte charge of the person being car=d for .til the cace-giver
in rostored to health.

. B giving the care—glver regular time ¢“f, they are tetho r avle
to cope, especially if they can get away “or a short hnliday on their
own.

THiirteen pcrcvnt of 300 families belnq JlSlted by Crossroads are

hellc1i s0 that the care- q*vnrs can continue working, thus saving them
from retiring eariy or goirg c¢a the dole.

The care proviaed by Irossroads can cnable a pe*son to be dis-
charged from the hospital when no more medical treatment is needed.

*This paper is a cond -arc i versirn of the original:
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How Crossroads Works

The drtat advantage is that each of thé ié schemes now in opera-
tion and the six more about to start (making 24 in all, so rar) is au-
tonomous and flexible in the times thé Sérvice is required and prov1ded.

A steering commlttee is formed to raise the money, and when ﬁI—
nances are settled, the steer;ngicomm;ttee becomes a mar~ jement commit-
tec that is totally responsible for the local scheme.

Thé lynch-pin cf a Crossroads unit is thi inator: This is
4 part—time post of some 20 hours a week. His ¢ . i ‘ob is to manage
tn¢ toam; interview all families referred by doc - .elfare workers,
district nurses, or personal recommendation; VISL assess the need

for help; if agreed, allocate a care attendant acc as confessor/auntie,
shoulder to lean on, and s pport tc ail ‘he care atterdants.

The care attendants are chio’..:i by the coordinator and the manage-

ment commlttee We have been very insistent that the applicants have the
rlqht motivation for wantxhq to care for others. They are given basic
training in washing, bathing; bed-making and changing, prevention of
pressure sores, and also the ethics of home visiting. Community nurses
are not ailowed to do domestic work; home helps are not permitted to un-
dertake nursing duties--the care attendants will do either or both as
necded. They undertake all the tasks normally doné by the caring member
of the family and choose their own times of avallablllty for work, soO the
service is highly flexible. The care attendants are pdld by the hour,

supplied with overalls; ana reimbursed their traveling exp.nses.

How Crossroads Started

Crossroade originated when the concept of carlng for the ~care-
giver was written into th- soap opera Crossroads télevision series when
I was medical advisor to the program in 1972-73. The need for the scheme
was shown in the story line, and the method of solv1ng the problem was
iiilustrated. As a rosult, mail came flooding in from disabled families
"kiﬁq for such a scheme to help thém, to such an extent that Associated
To'evision Directors were approached for t¢10, 000 to get a pllot scheme on
t..n rred for two vcars. This was freely given and the first scheme was
s _.arted in Rugby.

After sor. 18 months, .he scheme was working very succescfully and
the trustees apt ichéd the Department of Health & Social Security for

aid t» keep it going.

Funding

There have beooen various “.ethods of financing the local schemes:
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1. Joint funding between the director of Social Sexrviccs and
the Areca Health Authority. We have had much encouragement
“yom many directors of Social Services up and down th2
Lomitry:

~al fund raising undertaken by individual committees.

:it; nal fund raising to pay for the headquarters org:-
niz.e on. )

o 9
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NATIONWIDE TRANSPORTATION SJ ®VICE: A SWEDISH EXPERIMENT*

) rer-0lcv Kallman, Representative
The: Wational Association for bisabled Chiidren and Youth, Sweden

THG nan*lcap movemcrit in Sweden has for a long time claimed
that disabled people should be abie to travel further; including across
count? borders. At their ???IY?;,QE durlng thejr stay, they should be

able to usic thg tocatl transportatxon service in the place they are vis-
iting. This we spcak of as the nationwide transportatlon service.

Nationwide Transportation Service

Tn 1979, the Swedish government assigned 60 million Sw.Cr. {17
tift1ion Canadian dollars) for a three year trial period. A §p. ial com-
mittee was created to draw up rules and to manage the operatloaw. This
committce has a unique constellation of répréesentdtives: oné Trom the
swedish union of local authorities, oné from thé govérnmerit Mi istry of
Transprt: two from handicap organizations, and one unbiased ' zirman.

Who éan~ﬂseftheﬂ§ervice?- o

The firo - ﬂr1n01ple to decide was whether to cffer g unlimited
aumber of fjervr-re for a small group of peoplgiéy a 1Im1tcc number of

journeys for A ! rder yrcup. The committee chose, at fir. %, not to lim-
it the numbe.s ~t journeys.

) The wet oo le h1plé corconrned which grouaps were to be allowed to
travel. Insted . PRl categorles (groupf), we Concnntrated on
the dlfflCU]ng o The resources availabie,sund.r all ir-
cumstances, reguirce . critical and rather narrow choice where cnly se-
J(f(l/ dlsabied persons come into question. The overall difficulty in

making a longcr trlp is the crucial point.

The local authbrity examines the need for and i&§sues the permit
for the nationwide tra, "w.ortation service. This insures the necessary
link between the municipal and nationwide -~ rmits.

Who Pays What?

An lrporrant qucstion concerns the fare to be paid by the dis-
abled persorn himself. The committee decided that this should be egquiv-

*This paper is a condensed version of the original.



O

ERIC

Aruitoxt provided by Eic:

90

alent to a tourinst ~lass train fare axd that aii”aéaitionai costs be

» paid by the nati .« Jde transportation seérvice. In other words, addi-

tional costs causcd by being disabled are the ones to be covered.

When Can It Be Usea?

The nationwide trancportatlon service is to be msed for ‘recre-
atio:r. and other private purposes. Wnen app! lying for this service, the
reason for travel is not quéétioned.

The journey should not be too short, as this would be'a waste of
a limited resourcé. With few exceptlons,rthe shortest jos. -~ should

vxened 60 miles. 0bv1ously, the trip must go “side o1 ere's own mu-
Hlflpdllty Swgden is a long country. From .’ vwath ko the north,
the distance is approximately 1,200 mites. T . rery long trips are

some tJ,mCS neeessary.

Normally, a diuabled person can use public tran:portatlon for
the trip. Airplanes and trains are used the most. But even taxis or

special vehicles c¢an be used:

A disabled pcrson in need cf an a551stant will have the fare for
ttie assistant;, but only the fare; covered by the government grant"to

the natlonwldc transportation service. The assistant has to be arranged
for by ‘the ¢.uvabled person himself.

A crucial issue is the rlqht ot the dlsabled traveter to use the . ]
tocal =ransioortation service in _the mqn1c1pa11ty tn which he has trav-
cled:  An agrecment-has bcen made among all mun1c1pa11t1es in Sweden ‘
that a: permit for the nationwide tranbportatlon service also includes .
the rlqht to use the local service in the VISIted ~.micipalitv. The
ervolor s own municipality will bear. the costs in aczcordance with the

regulatlons ot the municipa:ity Lhat is visited. 1Thec regulations vary .
quite a lot from place to place. | ; ' ;

\ Practical Aémiﬁistration

' We have engaged a SWGdISh state-ow::ed travel agency, well-
represinted through~-ut the country, to care fo thé Dractlcar aam
tratioh of travel documents and to keep the rrcessary r‘cnt:lcts wi-
qur1c1pallths involved: These mun’".hAllth have to be 1ntbr wzd
th. trhveler's arrival and the local transports he mi .t nead.

-

|
| The Committee's Work
’ :

' 11 decisions made by an issuing authority, positive or negative,

.

ERN
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are coliettcd by the committee and regu]arly evaluated Of Sptciai in-
terest aroc the rejected applications and the practice that develops in

the issuing of -permits This operation 1s computerized.

-

Why Havefa Nationwide TranSportation Service?

Two fundamcntal principles have been expressed ifn our work. A
social aspect yoverns the rulé that a handicapped peérson shouvlo .over
pay more for travel than a pnrsonrw1thout 2 handicap.: One' 5 i~ afcap
should not force oné to a higher level of cost.

The second pr1n01ple lS that it is necessary to buxid up a spe-
‘ial seorvice system only because of the shO'tcomlngs of the ordinary
_public transportation system. When the public transport system is fit
‘X fox accepting all types of handlcap, we shall of coursc drop this sec-

‘'ond principle. (One can only guess how many centennials that will take.)

Will It Work?

Tt is an Interestlng experlment that now has started. We, in
thc handxcao movement; are of course espcelall/ invclved and our expec-
But we are also realistic people and know that the
Timited. '

tations are high.
flnanCJai resourccs are
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HIGHER EDUCATION OPPORTUNITIES*

Kalle K&nkkdld, Representatlve )
The Educatlonal Organizaticn of the Disabled, Finland

Broader discussion of the education of the disabled has only
recertIy begun. Until the present; the prlnc1ple has been to exenpt
phystcaliy disabled children from formal Schooling in order to av01d
eubjectlng them to excessive stress. Nowadays, however, this is ccn-
51dered a deprivation of the right to learn. People were dlSO of the
oplnlon that the disabled only needed a short period of tralnlng tead-
ing to a vocation. This is partly true even today, since we are still

at the discussion stage and there has not yet been any dec151ve change
in policy. As far as education is concerned, the disabled are still in

an inferior position.

Segregated Teaching

In recént years, the only alternative considered has been based )
ori ségrégated teaching: With a slight element of exaggeration, we could
describe the life span of a disabied person as follows: special day
care, speC1a1 re51dent1al school, special residential vocational train-
ing school, special hall or re51dence, and special transport from there

to a spec1al sheltered job with an especially small salary.

Each one of the above-mentioned 1nst1tutlons was orlglnally
thought to be }n the best interests of the disabled. Nevertheiess,i
there is good reason to ask whether théy are always necessary and on
what grounds they are used.

If we take the case of a disabled child@ who has lived his life

in the above-mentioned way, it can be seen that he nas been through an
extremely efficient process of socialization. The later a person breaks
free from that process, the more difficult he will find it to integrate
into normal society, and the greater the future need for segregated

special education.

Spec1al teachlng is needed but it must be directed in a new way

to insure that everything possible is done to achieve integration.
Without intégration, society is not normal, and the disabled do not en-

joy a position of equality with others.

~ The fact that special education lags behind and is almost in
crisis is mainly because the position cf the disabled has changed as

*This paper is a condensed version of the original.
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society has developed. A group of people who formerly were the target
for passive care, research; and téaching have started to demand the

right to determine their own affairs. This is something some of the
special teachers find hard to accept and to understand.

- KYNNYS (The Threshold), an educational policy organization, was
set up in Finland in 1973 to improve the conditions of study for the
disabled and to raise the level of education among the disabled through

an interest group. The following are some of the principles involved
in the activiticsé of the Threshold: :
Our basic assumption has been that membership was open_ to all,

both thoé with disabilities and those without. We consicer it very

important that people with different disabilities work together toward
common goals. :Over the years, this approach has proved very successful.
In Séeking solutions to various problems, we can deal with matters in a

vérsatilz way, in any case, the number of the disabled in highérieéﬁéa—

tion is so small that no single group would bé Strong enough to act
alone.

7 The Threshold is not merely a Student organization, although dis-
abled students naturally form the bulk of the membership: This is an
important principle, because it prevents disabled students from being
separated from the affairs of the disabled in general, disabled stu-
dents nowadays being in a privileged position in comparison with other

pecple with disabilities.

We do not arrange Services ourselves. This is because we want
to devote all our energies to the determination and elimination of

shortcomings. If we tried to arrange services ourselves; we would tie
up all ocur resources at one time in efforts to solve a single problem.
We see it as our task to explain to others what they should dc and what

responzibilities they have toward the disabled.

 The disabled are experts on their own affairs. In our opinion,
it is important that those §§§ablea people who are récéiving a higher
éducation and who are thus formally qualified should act in the inter-

@5t of the disabled as a whole.

. Raising the level of education for ths disabled is a difficult
arnid slow process. Clear results will not come without action on the

part of the highest decision-making bodies. We have stressed the im-
portance of presenting the aims of the disabled on as wide a front as

possible and also attempted to offer workable solutions in each sepa-
rate problem:
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Experience Gained from Activity in Drganizatior3 of the Disabled

Through their own organlzatlons, the disabled can use their in-

fluence to insure that the right to education is obtained: This has

been our experiénce in Flnland but the disabled must show a great deal

of determination. and Staying power, since results are not achieved eas-
ily.

A great deal is expected of the dIsabiec, and we cannot trust
promises. By this I meari that we must harp on th2 same points time and

time again and presernt detailed demands.

In our experIence, we must be very exact vhen we éexpress our

wishes and pay attention to even the smallest details, for instance,

building a ramp, hav:ng telephones on a lower level, 1nsta111nc auto-

matic doors, etc. Otherwise, we cannot be sure whether the final re-

sult will be satisfactory or not.

We must not give in on our demands. Complomlses must be left to

the decision makers. This guarantees that the decision makers can trust

us and that the view of the disabled on the matter in guestion does not

remain unclear.

Demands must be well founded It is no use appeaiing to the emo-
tions. We must refer to general civil rights and to the fact that these
rights should also include opportunity. We must be able and w1111ng to
cooperate. Criticism without cooperation does not heip for very long,
since in matters concerning the disabled, one must ask the advice of

the experts, the disabled themselves.

Nationwide Research

In 1975, a r°P°?§,é§§iEiéa The Disabled in Higher Education was
publlshed under the auspices of the Ministry of Education. This has
been the only report of its kind in the field in Finland.

A new research project is now underway,"thls tlme with the. par—

tlclpatIon of the disabled themselves. Thé following tasks have been
defined:

I. To determine the number of disabled students in institutes of
higher education and in senior secondary schools and other
institutes, their dlstrlbutlon in varlous fislds of education,
distribution by area and by disability, as well as the dlffl-

culties encoutéred in study

5. To determine thé position in working tife held by those dis-

o
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abled who have an academic qualification or quallflcatlons from
an Ynstitute of higher education; the difficulties they have

encouritered aP,Eb§Ii place of work or in the work itself, any
speclal arrangements, and their reaction to theseé. In addition,
jttention should be focused on the job placement channels

through which they obtalned work.

To determine the part played by the labor authorltles in plac—
ing the academically gualified disabled in work and -the pa;gi

played by other authorities in hélping the disabled to manage
at work.

To determine the part played by organlzatlons for the disabled

as employers and as developers of employment methods :
To make suggestlons regardlng how to secure the hiring and re-

tairing of the disabled who have been educated beyond the sec-
ondary education leve.l.

165
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DIAL UK: DEVELOPMENT OF THE NATIONAL ASSOCIATION
OF DISABLEMENT INFOR ATION AND ADVICE SERVICES*

James I. Woodward, Development Officer/Ken Davis, Coordinator
Nat'l Assoc. of Disablement Information & Advice Services, England

- open information is the raw material of knowledge. Knowledge is
the basic tool necded to participate effectively in any activity or so-
cial organization. The movement in the United Kingdom to provide a net-
work of iocal information and advicé Services promotes the provision of
free access to.open information.

B In the absence of open information, disabled people cannot ef-
fectively participate in fheir society. Few peéople at this conterence
would deny the need for such active participation and, therefore, the

need to supply open information. We contend that the most effective
way to disseminate such information is to provide it at the local Ievel.
Here, at the local level; free and impartlial information can be given
directly to anyone concerned with disability. This basic commodity is
whai. the National Association of Disablemerit Information and Advice
Scrvices offers, inter alia, through its associated local groups.

Information Disability

A lack of information is a situation generally shared by most
citizens in the U.K. We have no legislation like that in the U.S. or
elsewhere that provides for free sccess to information. In Sweden,
for example, hospital patients have the right of access to théir case"
notes, as well as to ward meetings to discuss their case. Restrictive
practicdés in the U.K. exacerbate the situation of physvically impaired
pecplé who have specific information needs, The national association
has comé to recognize that the way such information is collated, pre-
sented, and disseminated--or sometimes deliberately suppressed--actu-

ally disables physically impaired people. Of course, this same situ-.

ation affects maqyrqgrafs; including peoplé who are illiterategigﬁése
suffering from dyslexia or other communication or mental handicaps,
and even those who have Suffered at the nands of our under-financed,

mismanaged educational sy: cem.

 We have, therefore, developed a concept of "information disabil-
ity” that bieaks with the traditional medico-sociolcgical models. This
tradition is illustrated by its attention to the individual and his or

*This paper is a cordensed version. of the original.
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her functional impairment: The effects on the 1rd1VIdua1 of the sociatl
organization w1th1n which he/she part1c1pates are largeiy Ignored To

focus on the nature of our social crqanIzatlon produces a fresh perspec-

tivi: on our circumstances: The phySIcaIIy impaired person who vitally

riccds opén access to speCIailst i1formation frequentiy finds mystlflca—

't1on instoad of matter-of-factness: compiex1ty instead of clarity, se-

crecy iInstead of salience; or ianorance where there should be knowledge.

These facte are deeply embedded in our social relatlons.

As I have implied, to the extent that most people in the U.K. are
denied access to open information, most people are disabled by it ac-
cordingly. But for those; such as people who are physicall: impaired,
where access to specialist information is crucial to meaningful partic-
ipation, there is a significant distinction. Information disability is
& specific form of social oppression., In practice, it results in the
disadvantage or restriction of activity caused not by the impairment of
the individual but by the way we present or withhold irnformation and
prevent opportunity for full participation in thé mainstream of social
life.

Disability as a Social Phencmenon

Th1< Shlft of focus toward" soc1ety from the 1nd1v1dual is not
new. Wlthwn the U.K., the social definition of disability has been
expourided maln;y ky the Unlon of the Phy51cally Impaired against
Segregation. In their booklet "Fundamental Principles of Disability"

" they state:

In our view It is society whzch disables phg51callg im=
paired peopie: Dlsabllltg is somethlng imposed on top of
ofir impairments by the way we are unnecessarllg dsolated
and excluded from full participation In society Dis-
abled people are therefore an cppressed group in socliety.
To understand this It Is necessary to grasp the distinc-
tion between the physical impairment and the social situ-
ation, called disability, of people with such impairments.
Thus we define impairment as_lacking part of or all of a
limb, or having a deféctive limb, organ or meéchanism of
the body; and disabilitvu as the disadvantage or restric-
tion of activities caused by a contemporary social orga-
‘nisation which takes no or, 1ttle account of people with
physical imrairment and tth excludes them from partici-
pating in the mainstream of social activities. Physical
dlsabllltg is therefore a particular form of social op-
pression.
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Two p01ntc arise from ttﬁéeidefiﬁitioﬁs; one,; that diéabiiity is

extrqneous from phy51cal Impalrment, two, that disabi1ity ié imposed up-

tlon.

A_\,\ E

W1th1n the fieid of rehapilitation, the hiétoricéi deveiopment

from the pollcy of institutionalizacion of the physically impaired to
that of an 1vteqrated care system within +heé community has, in its wake,

a growth of services and prov1s1ons which arec éxtremely Compllcated for

the individoail impaired person to comprehend.
C

Passage through the intricate network of health and weIfare orqa—

‘nlzations is full of danger. One can_ So ea51ly get lost or left up a

blind alley or completely fall through the net.

Thé Growth of DIAL

This was the éituatioh in 1976 that Ken Davis discovered for hlm—_
self when he was 1living in an 1nst1tutIon. He became aware of the addi-

tional problems caused by lack of 1nfcrmatIon among his fellow inmates
and users of the center. He realized that in the community it was even
more likely that 1nformatlon dlsabIIIty wruld be prevalent among those
isolated .from contact with the center or other services. He, therefore,

set about with others to estabiish a telephone information Service spe-

cializing in matters related to physical impairment. _Over a six month
period, the idea developed more comprehensively to embrace the notion
of a free, 1mpart1al and confidential service of 1nformation, advics;

practlcal help, and counselling to anyone, lay or profe551onal, ableror
disabled, in the Tocal community. DIAL Derbyshire was born, the letters

standing for Disablement Information and Adviceé Line.

The service caught the imagination of others: It was by no means

the flrst Specxallst information seérviceé for the phy51caliy Impalred,

but it came at a time in the U.K. of a general growth of interest in the
Subject In October 1977, a seminar was held to eprore and exploit

this interest. The result was_the beginning of. a natIonal network of

DIAL-type services. By June 1978, a Steering committee was elected from

representatives of local DIAL groups to form a NQtIonal ‘Association of

ﬁreablement Informatlon and Advice Serv1ces,rﬁow Enown colloquially as
DIAL UK. Its—aim is to facllltate the spread of a network of local ser

vices so thdt physically impaired people are not disabled due to lack of
intelligible information and informed advice anywhere in the U. K

At the same tlme a further commIttee known as DIAL Information
was set up to. coordlnatc up-to- date and accurate 1nformatlon necessary
to local Sérvices to operate effICIently
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These developments culmlnafed in the appc1ntment of a development
offlcer arnd the cpening of a natlonal office in Derbvshire, England, to
cover thé whole of the United Kingdom;

The future of DIAL DK lies in the growth of the networh of local

groups. It is es sentlal that dlcabIed people actively participate in

these groups and that the qroups are Independent and autonomot The

development of a democratlc regionalized'structure insures a service of

hich caliber by the constant appraisatl of minimum standards through theée
regional study days and conferences. Croiis-fertilization of ideas is

dot only maintained throuch such meetings but by means of a house jour-
nal that channels the multiplicity of 1nfo\matlon sources into thée DIAL

network.

Future Plans

Iin the close future, there are Elans to llnk every DIAL office to
a central computer that can be regularly updaeed pari passu with infor-
mation changes. Ready access will be by a simdle telephone call to the
computer and the required infcrmation will be ireceived on a TV terminal
situated in each office. The advantage of this system is that the in-
quirer has an interface with the computer and can therefore request in-

terpretation of the information on the spot:

By u51ng thlS system,rcalled "Prestei " DYAL UK will be able to

integraté its sérvice with other 1nformatlon providing services using

the same system. In this manner, a generai information service can ac-
commoda te thée specific requlrements of any indivicual, dlsabled~1n any
form, in any sphere of life.

are
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Consumer Partlclpatlo

Now that we have looked it the
people, the groups, and sone
kinds of participation, it is
time to analyzé the social
impact of the consumer/
disavility movement. Bruce
Landstedt from Sweden examines
the influérice that the ‘
handlcapped have in soclety as
a result of controlllng théIr
own organlzatlons. Jim Derksen

-reasons why the dIsabled

consumer movement has an Impact

upon rehabItItat;Qg services
and whatithgr pact may be.

deard Roberts'from the Unlted

can be structured to allow for
the integration of persons

with disabilities. Frank Bowe
from the United States analyzes
the issue of representation of
disabled and able-bodied people.
‘Barbro Carlsson from Sweden .
examines the integration of the
handicapped 1nto the polltlcal
system. Eunice Florlto -from
theé United States descrlbeb the
issues that confront a
handlcapped person or a
nonhandicappeé-person ‘when they‘

become the decision makers and

policy makers in governmnnt
Chapter 5 will IOQK,?P,thlS

growing social movement from an
international perspectlve.
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THE INFLUENCE OF THE HANDICAPPED BY MEANS
OF THEIR OWN ORGANIZATIONS

Bruno Landstedt, EXGCLthe Dlrector
The Swedish Association for Neuroloqlcally Disabled, Sweden

Wwe define handicapped as meanlng people who, because of physxﬂal
or mental rcasons, encounter considerable difficulties in their daily
lives: Consequently; this derinition does not limit the extent of the

concept of handicap. It is impossible to describe or define the handi-
capped according to the nature and reason for thieir handicap. It is im-

Eortant to distinguish. hdandicap from injury or iliness: A handicap con-
etitutcs the difficulties, Sométimes 1mped1mehts, individual people have
to face as a result of an injury or an illness.

The dlffltulty or 1mped1ment that cohstltutes the handicap can be
reduced or disappear entirely if steps are taken to change the 51tuatlon

of the individual either: wholly or partly. That is to say, a handicap
is a relative phenomenon. You are handxcapped in relation to Something,

for eéxample, your home, - your place of work, or on a journey. . The same

person can be handlcapped in some circumstances but not in others. Per-

sons with the., same injury or itlness can have Qquite dlfferent handlcaps

dépendirng on thelr environments. One person can be severely handlcapped
in.a certain 51tuatIon, the other not at all, because his surroundﬁngs
are adapted to his functional limitations. Therefore, a handicap IS not
unchangeable: Both changes in the person and in his environment can al-
ter a handicap,; reduce it, or increase it.
s

) Handxcap affects many people. It not only influences the posi-

tion of the handicapped person but also that of parents, children, and

other reiatlves.

The possibilities for the handlcapped to influence and have an
effect on thelr own Ssituation vary widely accordlng to the cultural,
social, and economic conditions of the countries in which they live.
This means that, in my opinion, there is no general solution to the

question as to how the handlcapped themselves can have an influence
through the organizations that represent their interests. '

Nobody should object to thie statement that there is a societal

need and a personal need for the handlcdpped to have an influence on the
rehabilitation process as weli ‘as on the development of Society. It is,

howéver, only when these common interests are gathered as one ObjeCthé
that the demands can be brought forward. Individual requ1rements are
transformed into geherai ciaims, and individual éxpérierice is trar ~-

formed into gerneral knowledge. The expression '"we ‘demand"” is stronger

than "the handicapped demand."” This is what should happen in a handicap
organization.
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After this introduction, in whlch I have tried to describe how I
100k at the concept of handicap and what should be the basis of a handi-
cap organization; I am fully aware that my approach witl not’necessarlly
te shared by everybosdy else. When we speak of handicap or handicap or-

ganizatlons,.we mean different things accordlng to which terms of refer-
ence are applied. Generally speaking, a handicapped person is someone
who must be taken caré of, Someone who needs to be looked after. He or
she is the receiver of our care. :

[

In order to explaln what I mean by "infiuence of the hundlcaoped
by means of thelr own organlzatlono,ii I shall try to describe develop-
ments in Swedén. I do rnot do that because we have in any way éentirely
solved the¢ piroblem or because I wish others to accept our way of looKking
at handicap questions, but because I would like to inform you of t..2 de-
velopment that has led to my definition of handicap and what we would

expect from a handicap organizatlon.

D - s
The Historical Perspective -

In the old Swed:sh agricultural and handlcraft soc1ety,rhand1—
capped persons were cared-for by the family and the local community.
However, through the urbanization and monetary economy that deveioped
during the 19th century and through growing 1ndustr1allzation, the pos-

sibilitias of caring -for the handlcapped by thc‘famlly were changed.

Particularly among the poor in towns, the srtuation became very
difficuit for the handicapped. The possibilities for supporting a hand-.
icapped family member were very ‘small. Many people became handicapped
from the poor living conditions prevailing in towns and other densely
popujated areas. Tubérciulosis was a very common disease among the work-—
ing classes, and many suffered permanent Injury and became handicapped
in tho factories and workshops owing to the very miserable working con-=

ditions.

Soc1ety was badly prepared to look after and help these groups of
handicappéed. As a resilt of tn}e, the first spec1al institutions for.<

caring for the handlcapped by society were organized in the latter half
of the 19th century : s :

The basis of a handlcap policy began to develop,rand the fIrst
handlcap organlzation in Sweden appeared at thé end of the l9th century.

Society's outlook utpon handicap questions was sStrongly tled to the
Christian idea of charity.

Howéver; at the start of the. 20th century, certaln tendencles
were noticeable showing that the rullng classes had observed the socio-
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political problems of the handicapped that rcsulted from growing indus-
trialization. The help and care then offered was mainly within closed

Changed conditiors for the handicapped were brought about very
slowly; and it was not really until after the Second World War that any-
thing important bcgan to happen. Sweden had been saved from the war but
was influenced by the methods of rehabilitation and treatment that were
applicd in the rést of Europe, primarily for those who had béen injured
in the .war. L '

‘Whén Sweden had a boom in the fifties and sixties, demand for la-
bor incréased. This was one of the reasons for the great interest in

getting handicapped people out into society and inEo production. In or-
der to gdaliZe the dream ofigiygifgre”séqiety; thq’Swédiéh labor market
réguired more penple:  IE 1iving standards were tO improve, more handi-
cappéd people and women had to be encouraged to join the labor market.
Immigration into Sweden had also to be. increased.

At the same time that it was found that the handicapped could be
an asset to the labor market, questions related to handicap began to be-
come of general interest to politigians. Socio-pc itical questions were
brought into the foreground.

. "

bevelopmert of the Handicap Organizations

The problem of theé handicapped was pursued by society for a long

time from the Christian point of view, and it was individual persons who

stood- up for them. Apart from a few organizations that were founded be-
fore the turn of the century, it was not until 1920 that the handicapped
started forming théir own Qrganizatiéné. These were, however, primarily
associations of friends and patients of institutions and hospitals. It
is interesting to note that the rcason why many handicap organizations
were named after diagnoses such'as MS; polio; luny diseases, etc. in-

stedd of the functionmal handicap was that the organizations were often

started among patients at hospitals and institutions.

It was during the post-war years that the major period of organi-
zation occurred and interest began to be shown in the community outside

thé institutions. 7i§7§he fifties and sixtieés, an increasing numbe;iéf
groups of the handicapped began to form their own organications together
with relatives and others concerned. ’

o For a long time, rehebilitation was the prime interest; ome want-
ed to give the handicapped "individual aids that were as true to life as

possible or to adapt only those parts of the environment that were es-—
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sentlal to enable the handlcapped to work and live. It was the individ-

ual who had to adapt himself to the existing environment.

From huVlng been supportIve and friendly organlzatlons for the,

handicapped, the handlcapped within the organizations started more and

more to formulate their ciaims and to demand "one society for all.”
(The society belongs to_us all:) The handicap organizations had come to

be welfare organlzations for handicapped people that could be compared
to professional organIzatIons More and more handicap organizatiorns

formilated their onnt requIrements in the form of action programs fo-

cused on dlfterent sections of society. In order to be accepted as a
handlcap organxzat:on in Sweden today, it is V1ta1 that the handlcapped

themselves have a de0151ve influence at all lévels of the organization.

Swedish Handicap Ideoclogy Today

] For a long time, a handlcap was sSeen as related to anVIllness,
Injury, deformity, or some other condltlon. Efforts_had to be directed

at the individual himself. AS§ was said in the introduction, we now look

upon a handicap as a relationship between the IndIVIdual and the sur-

roundlng society. Under those circumstarnces, a handicap is no longer a

static conception but can be related to a speCIfIc situation. With such
an outlook, it becomes. pos51b1e to conSIderably reduce the degree of a

handicap or to limit the corisequences of a disability.

A Chlld ‘or someorie usIng a. wheelqhalr who cannot reach the button

of a 1ift is handicapped in that SItnatlon and must have out51de help.

If, howeéver, the biuttoris are placed in such a way that both the child or

thé person in the wheelchair can reach them; then they are not handi-
capped in- that situation.

>

Efforts made for the handicapped should aim at thelr belng able

to join irito the community that society has formed and to enable them to

live llke everybody else. Society;,; both_ the exterlor phy51cal env:ron—

ment and the activities performed in society, should be accessible to

the handIcapped The aim should be to avoid, as far as poss:ble, creat-
ing an activity intended only for handlcapped persons.

The foundation for work in the handlcap sphere can be summarized

in the terms of normalization and integration. - NormalIzation is the

controlling concept and meéans that the daily cond;tions of the handi-
capped should be made as 51m11ar ds possible.to those of other citizens.
Integration describes the means that are essential to achieve normali-

zation. Integration can be general,rcovering widespread actions, or it

can be aimed at special groups Or environments.
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Influence of the Handicapped

If the handlcapped are to achieve a real influence over thelr

s1tuatlons, it is essentIai to look upon them as equals. One who is

dependent on other people srheip is often treated as a Chlld People
speak over his head or to an accompanylng adult. The samée is very often

true with regard to a person in a wheelchair, people address themselves
to his companion ang not dlrectly to the handicapped person.

It will take a long time before prejudlce and negatlve attitudes

are changedignd pefore the handicapped will be récognized &s equals,i
persons . capable of making their own decisions. As long as people con-
tinue to see the handicapped as patients to be cared for arnid looked

after; they will never be able to partake fully and achisve esquality in

socicty.

.

From sheer concern for thelr chlld parents ofinandxcapped chil-
dren often tend to over-proteéct them. At the same time;, it must be a
safe feeling for these children to have Somebody 1ook1ng after them whe

cares for them and who knows what is best. This same attitude is felt

. by those who have long been nursed in an institution. Experience in

Sweden shows that this frequently leads to isolation and a passiveness

that for many will be dlfflcult to overcome: Therefore, social training

and gradual adaptatlon to SOCIety outside the institution or the safe

family community is reguired: Rehabilitation consequently has to be "~

aimed in two directions, partiy ~owards the handicapped and their re-

quirements and partly towards society.

1cao. It is difficult for an outsider to put hlmself into the pos1t10n
of the handlcapped. To sit in a wheelchair for just an hour or to be

bliridfolded is not the same as to be disabled or blind.

If the handicapped organlzatlons only ex1st £or those who are
handlcapped and do not consist of those who are handlcapped the rule of

"looking after" will be dlfflcult to avoid. In my opinion, it iIs impor-

tant . that the handicap organizations leave a decisive infiuence to those

who are themselves handicapped; then handicapped and nonhandxcapped can
]Olntly Strive to realize the goals of the orqanizatxon. By the handi-

capped themselves being &active, they can illustrate in a practical way

the difficulties that éxist in s001ety,rand the nonhandlcapped can learn

from their rélations wWith the handloapped

Independence can be aimed at most eagerly by those who have been

dépéndent This is the case for the handlcapped in their fight for

their rlghts. He who fsghts for hIs own sake does not forget “the funda-'

méntal. goals nor doces he compromise about them. This iS the reason why

-
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the nonhandicapped should not <direct the handicéppéé,in the work of

thcir organizations, but only give them their support. The responsibil-
ity is after all shared by us all.
only through the "influence of the/handicapped by means of their

own organizations'" will it be possible during 1981 (the International

VYear of Disabled Persons) to start the realization of equality and full

participation.
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THE DISABLED CONSUMER MOVEMENT' POLICY
IMPLICATIONS FOR REHABILITATION SERVICE PROVISION*

Jim Derksen,,Executlve Dlre"torr
Coalition of Provincial Organizations of the Handlcapped Canada

The 1nd1v1dual who becomes permanently physxcaiiy disabied in

Canada today finds himself in a bew11der1ng, new and different world:

a world where heé is no longer responsible for his family, for his per-

sonal financial needs, for His behavior, for most of the things he had

been *espons1ble for as an adult person in 5001ety Gone with these is

his 17ght to expect equal soc1al acceptance as a rasponsible adult hu-

man person: the right of political and ECOHOmlc involvement in society,

the right of access to publlc bulidlngs and programs, the right to egual

access to prlvate services and fac111t1es, the right to travel freely,

the right to choose his employment and assoc1ates, the right to sexual

expression, and so on. All are gone, or at least diminished.

He finds that he is expected to play a very specialized recipi-
ent role in relation to charitable givérs. In place of the dignity of

self suff1C1ency, he is expected to exhibit a passive gratltude for what

others choose to give him:

This same person is expected to accept the permanent nature of

his disability despite the fact that in a thousand ways each day society

and the helping professions that cluster around him reinforce the idea

that he is in fact sick and expected to get better:

What will occur 1f this dlsabled 1ndiv1dua1 does not accept the
arrangements that have been made for hHim? What will be the result
he demands that the permanent. nature of his dlsablilty be accepted

those around Him and by society; if he says he is not sick and shou:

not be treated as,a sick person? Who can predict the shape of things _
to be if he demands to be held respon51bie for all the things that adult
peéople aré expected to be responsible for in this society:; and what will

happen when he demands his right to participate in every aspect of soci-
ety?

The Emerging Consumer Ethic

The consumer ethic that is now emerging as having some impact on
policy for rehabilitation service provision is the first ethic to be de-
fined by the disabled person himself. The disabled person is the poor
deserv1ng cripple under the volunteer charlty ethic as deflned by the

giver of charity. The disabled person is the "patlent“ Under the medi-

*This paper is a condensed version of the original.
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cat ethic as defined by ‘the med1ca1 practltloner, SImIlarly, he is the

client under the professional ethic as defined by the professionals.

iny under the consumer ethic does the disabled person take an active
role in defining the ethic that influences policy:

The consumer movement and its organIzatxons are the collective

expression of the growing_ consumer ethic awareness in individual dis-

abled people. Structurally, this movement weil-suits the independence

motif it carries. The medium fits the message; as Marshall McLuhan

would have it. In the sense that dIsabled people are joining other mi-

norities in pressing for rlghts and an improved environment, the struc-
tures follow the communlty model and so also suit the integration motif;

however, this is not entlrely s0. There is a necessary contradiction

between the call for 1nLegratIon and the method of achiéving this by

grouping together in organIzatIons made up of and controlled by dlsabled

peoplé only and this is a problem:

The recent ascendancy of the disabled consumer eth1c is due to a

number of causes: - & general disillusionment with health care Systems

and profe551onals, together with rising costs associated thh these, are

part of the cause: The 1960s' legacies of sSocial activism and con-—

sciousness with regard to civil rights and discr.mination in varlous

forms must also be credited as part of the etiology of the emeLglng con-

sumer ethic and its influence on government pOllCleS and programs.

The recipient who deflnes himself as consumer is no lon¢ger a pas-

sive recipient but rather an ac+1ve consumer part1c1pat1ng in the deci-

sion making about the productlon-prov1SIon/ccnsdmer relationship. The
consumer claims as a right this active participation in decision making.

St

AS the charlty ethic has greater impact by far upon the hoiicies

and programs of prlvatelyffunded service providers, the consumer ethic

has least impact here. The very idea of the égaality of thHe consumer

with the provider in the provider/consumer relationship is completely

contradictory to the underlying assumptions of the giver and reCIpIent

role expectations of the charity ethic.

The consumer ethic is nominally recognlzed in the perverted form

of token rﬁpresentatlon by disabled pexrsons on boards of directors os-—

tens1bly Joverning prlvately-funded and cross- funded service providers.

These IndIVIduals are usually choséen to support the charity ethic role
model of the disabled recipient as Chlldllke, passxve,rapolltlcal, asex—
ual; in need, and suffering a poverty of opportunity and resources.

Their presence serves a twofold purpose.
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Flrst 1t subtons01ously enforces in the mind of the giver the

abnormallty of the disabled person, the difference or gap between the

able-bodied giver and the disabled reCIpIent,rand the need to isolate

disabled people to satlsfy the avo:dance and fear reactions they evoke.

Sécond, their presence acts as a camoufiage agalnst those who would

crltlclze the rehabilitation service provider and associated charltable
givers.

Consurmer Influence on Government

The consumer ethic plays a more 1mportant role in determlnlng the

policies and programs of government-funded rehabilitation service pro-
vision. it also piays a most importarit role in influéncing government

to open up access to a variety of community services and opportunities

such as housrng, employment, recreation, etc. outside of the rehabilita-

txon context: The phenomenon of consumer ethic influence in both these

areas deserves general discussion before we refocus on rehabIlItatlon

service provisions. This phenomeénon is, in Canada, only about one year

old. It is, however, a central and significant trend that is gaining
momentum.

-The consumer is aware of hlS role as consumer-c:tlzen and his

impact upon government leglslatlon and polch deveiopment in which he

claims the right of access. As there are a grow;ng number and; poten-—
tially, by self- deflnlthn a mass1vely greater number of consumers of

rehabilitation services and mainstream communlty access than providers,
the politician is most receptlve to Input from the consumer ethic
through organized consumer groups. It foliows that the bureaucrats are

also receptive to such input. _
n

The 1ndependent IIVIng objectives of the dlsabled co.'Sumer move-

ment are also most attractive to the current mood of government as they

are related to economIc savings to society at large. Indéependence is

obv1ous1y an ECOHOMIC saV1ngs. Integratlon can be shown to be so by

effectzée (over the long term) modlflcatlons co ex1st1ng communlty ser-
vices, programs, facilities, and so on to make trem accessible and
available to disabled persons.

The consumer ethic's emerglng 1mpact on access to services ordl—

narily available to the public is taking several forms in relation to

government. On the one hand, the movement's active 1obby1ng role with

re ference to particular community serV1ce dreas, such as transportatlon
and access to public employment, is resulting in representation from
consumer organlzatlcns on advisory boards to government departments re-

sponsible for these areas. Hand in hand with this emerging advisory in-
fluence is the mcvement's central lobbying thrust for comprehensive hu-
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man rights 1agnsiatlon. ThlS human rlghts thrust, when successful, will
have significant implications for equal access to aiil. community services
provided through or controlled by governmernI.

In the meantlme, covernmelt is actrveiy soliciting consumer input

through research contracts with dlsabled consumer movement organizations

and through government fundlng of pollcy formuiatlng conferences 1n the

- - = .

cocnsumer movement to address partlcuIar subject areas such as transpor— N

tation and emp]oyment. L
o

Consumer Influence on Gé%éfﬁaéﬁé—puhdéa Rehabilitaction Services

government, such as rehabilitation centers/hospltals and nursing homes,
we find consumer ethic influence just beginning. While the consumer

movement has been aCtlve from the early 1970s in_Séeking access to com-

muni ty services,; it was not until the fall of 1979 that rehabllltatIon

was addressed in terms of national policy dévelopment. This 1mportant

topic was avoided by the movement until this late date for the strategxc

purpose of establishing in ‘the minds of disabled people and SOCIety the

piace of disabled people outside of the rehabllltatlon context: It was
first necessary to establish them in the role of consumer CItlzens cali—
ing for access to community services.

The consumer movement s percelved need to draw parameters around

the concept of rehabilitation and 1dent1‘y itseif as a full participant

"in society outside of the rehabilitation context continues to place some

limitations on the movement s involvement in this area. The disabl

consumer movement, however, is supportxve of a distinctly separate .a-

tients' rights movement. Many individuals within the disabled consumér
movement are active in patients' rights organizations, and these will
become an ‘important vehicle for influencing rehabilitation pollc1es.

The Open National Conference on the Parameters of Rehabllltatlon,
1n1t1atec and coordinated by the Coalition of Prov1nc1al Orgdganizations
of the Handlcapped (COPOH) ; was held in early May of 1980 in Vancouver.
This conference delineated some disabled consumer ‘movément policy direc-
tions in the area of rehabilitation that will be descrlbed later in the
paper.

Consumer Influence on Cro§s-Funded Rehabilitation Services

Cross -funded service prov1ders are those who have both government

and prlvate fundlng. They represent the most common form of rehabilita-

tion service prov151on outside of that provided dItectly by government.
Consumer ethic impact on the jolicies of crdss-funded rehabilitation. R
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serv1ce prov1ders has taken a variety of forms. Perhaps the most fnnda—u

mental impact has been the movement's efforts to open up acness to regu-

lar community services. .This positive thrust has thleatened and damaqged

the image of these service providers as taking care of all the neads of

dlsabled peopie. The growing influence of the consumer movement on gov-

ernment andrthe public mind has necessarily weakened the infiuence and
authorlty of these service providers.

a

Cross-funded service pzov1ders have exhibited three reactions to

this: The initial reaccion, which was most unsuccessful, has been to

ase such covert influence as these prov1ders have on government and pri-

vate funding sources to deny resources to emerging consumer Jroups.

This w-s often accompanled by offers of assistance and resourcés to dis-

abled consumer activists and/or their organxzatlons in and under the

structure of cross- “unded service prOVIders. When these offers were re-

fused, tnrre were often charges that disabled ccnsumer leaders were mal-
adjusted, unaccepting of their dxsabiixty, or even mentally and psycho-
logically urbalanced or ill because of their disability. Consumer movas
ment activists were accused of beIng radical or mllltant. Because this
1n1t1al réSistance reaction has for the most part faiied, these service

providers have begun to deveiop a new stratcegy that is potentlally more
dangerous to the disabled consumer movement.

s

This more recent developmenb is the accretlon of communIty devel-

opment service programs as one or more among the many programs offered
by these providers. These community development programs deveiop orga-

nizations /fidxsabied people that take the name of the consumer movement

without 1ncorporat1no the movement S fundamental values, phllosophles,

and perceptIons. They are often "developed by the provider's community

Cevelopment worker in the context of therapy or rehabiliitation.

These artificial c‘tlzens groups, suppoortedycontrolled by the
provider's staff, do not incorporate the real ieadership development
found in true disabled consumer organlzations They sometimes take the
form of assoc1atlons that alsc serve the provider in private._ fund-raising
efforts. This further degradatlon and exp101tatlon of disabled people,

mocking as it does their efforts to achieve some self- determlnatlon and

independent 11v1ng objectlves in socxety, is perhaps most dangerous be-
cause, votenti lly, it may result in confusion in the publlc mind as to
the true identitv and desires of the disabled population.

7 The third react;on of the cross-funded rehabllltatlon service

provider “to the growxng consumer e+hic is most rare, that belnq the ac-

ceptance of the proper piace of the 1nd1v1dua1 consumer as a partIC1pant
in the dec151on—mak1ng processes of the provider and acceptance of the

consumer organIzatIon as monitoring, from an 1ndependent organxzatlonal

position, the effectiveness of serviceé prc ision.

N
-
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The most hopeful development in meeting the objectives of the

emerging consumer movement is the capacity and willingness of disabled

individuals, having gained polltlcal awareness and skilis within the

movement, to offer themselves as communIty—mlnded and responslble volun-

teers for nomination to the boards of directors of cross—-funded service

prov1ders. As they part1c1pate as 1ndIv1dua1s on these boards, the au-

+onomy of the consumer organlzatlons from which these individuals origi-
nate is not infringed: It is alsoc politicaily most difficult for any

service provider personnel who unfortunately may feel. threatened by ac-

tive disabled participation at the board level, to actively campaign

against the election of disabied individuals offering themselves for
+liese positions: |

Because of their often highly democcratic forms, the constitutions

of these servxce prov1ders can prov1de good access to dis abled cOnsUmers

prOVIder at the board level. The present large s;zeiof”these boardsrof
directors means that small groups of disabled individuals offering them-

selves for nomination will remain a minority component of the board when

eiected. This, however,; should not be an impéediment to thelr 1nflpence,
as .the remainder of the board members are usually commurnity voluntéers

with goodw1ll toward the disabled populatlon and little vested interest
in the agency status quo. They will prove generally amenable to poiicy

input from the disabled members.

The blggest task faced by such dlsabled individuals on cross-
funded service providér boards of directors WIii be to reorientate and
strengthen the boards to the p01nt of takIng on the legitimate and nec-
essary moral and legal respons1b111ty for policy direction of the cross-
funded service provider which is the board's: This will not be a simple
task as these boards have accepted for the most part their restricted

role as fund raisers and as = mechanism for community/political credi-
blllty and influence for the cross- funded service prov1der.

Strengths, Potential Benefits, and Appropriate Rolés of the Various_ Ethics

I tave until now emphasized the probléms and difficulties posed by
the Voiunteer charlty, medlcal and profess1onal ethlcs. I have also In-

bititation and the achievement of 1ndependent 11v1ng goals. I would now

like to identify and emphasize the positive characteristics of these eth-

1cs< or, if I may use the texrm loosely, "rehabilitate" them.
~N
o N o
The Volunteer Charity Ethic
N
The volunteer charity ethic originates essentlally and 1deally

from goodw111 and generos1ty of self. As such, it is clearly a virtue
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and is so récogrized biblically: In its true form as a virtue, it is
potentially present throughout humanity and has great potential strength
and benefit for society. Its appropriate role in reference to our toépic
i§ chiefly in able-bodied individuals' acceptance and understanding of
the unigué needs and resources of their disabled fellows. In disabled

individuals, it must be present in acceptance and understanding of the

experiential limitations that limit know.edge, and so capacity, of their

able-bodied fellows. Expréssion of the true spontaneous volunteer char-
ity ethic by individuals would obviate many of the problems faced by Vso'—

ciety in regard to disablement today and would eliminate the need for
many forms sof institutionalized service and hélp. :
The biblical parable of the widow's mite illustrates a most es-

sential characteristic of true charity, which is that charity does not

seek gain for the self, such as personal feelings of magnanimity, self-

sacrifice, etc:., but rather gives anonymously for the sole purpose of
giving. - o

Although the collective expressions of the volunteer charity éth-
ic have been seen -to bé generally most perverted from this ideal, it is
possible that the goodwill and giving of s&lf implied by true charity
for humanity can be expreéssed collectively in a positive manner. This
has been demonstrated by Some consumer movement organizations, in equal
partnership with business and private sector service organizations, by
engaging in project activities that are of general benefit to society.
Such partnership activities of general, societal benefit serve primarily

to enhance thé image of disabled people as valuable, participating, and
. contributing mémbers of society, while at the same time, they generate

resourcés to solve common societal problems presented by the contempo-

rary position of disabled people in society.

The Medical Ethic

The medica. ethic too has its original, essentially valuable mo-
tive, that of healing the sick. Most people are ill at one point or
another in their lives and have need of medical help. Disabled people
perhaps have a particular need for medical help inasmuch as disablements

generally originate with disease or accident. Somé forms of disablement
also involvé recurring bouts of illness or predictablé requirements for

medical help at various points during life. In this context, the medi-

cal ethic and its function of healing is very necessary and valuable to
disabled people-.

In its legitimate role of héaling, the medical ethic must become

aware of the full implications of the "sick role” it assigns to patients.

This role's characteristic of reliéving the sick person of certain re-
sponsibilities is also essentially a valuable one. It is obvious that

®
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the heallng process will be enhanced by rellef from the stress offoer-

tain obligations angd responclbllltles. At the same time, this relief

from respon51b111t1es forrthe patient must not be carried on so far and
for so long a time that the patient becomes unable to deal w1th and take
up again his responSIbllltles after the restoration of health. The med-

ical profe551on is beginning to realize this necessity.

in the achievement of 1ndependence and 1ntegratlon by dlsabled peopie 1s

a reallzatlon that the attribution of the sick role to the dlsabled per-

son is 1nappropr1ate. In addition; in designing and applying treatment,

it is 1mportant that medical practitioners take into account the whole

human personallty and nature of the individual. Adgain, indications of

this realization are presently being seen within the medlcai profession.

The Professional Ethic

The profe551ona1 ethic, at its heart; has the essentlally neces-

sary understanding of the importance of knowledge, training, and experi-

ence. Its central and valuable objective is to achieve recognition and

respect for this expertise from the public and. espeﬁlally from those who

would benefit from it.  With this ob3jéctive fulfilled, they can most ef-

fectively apply their knowledge, training, and experience where and when

necessary without interference. The value of this understanding and ob-

jective is indisputable.

It is fortunate that many in the helplng profe551ons are now be-

ginning to realize that they can best help and apply their knowledge

when the individuals being helped share in an understanding of the meth-

odologies being applied. They must also be enabled to participate in

decision making throughout ‘the helplng process-and to participate in
this process in an éssentially equal manner:

- The profe551onal ethlc must also understand the llmltatlons of

the knowledge it protects. By tbls, I mean specifically that profes-:

Sional practitioners must recognlze the need for account.bility t8 the

community that prov1des them with the resources and wherewithal to prac-

tice. It is on behalf of th;s community that they are enabled +to prac-
tice; thlS Communlty includes disabled people as well as the larger com-

munity of which disabled people are a part.

The Consumer ﬁthic

A problem 1dent1f1ed in the consumer ethic for the achlevement of

1ndependent living goals by disabled people was the contradiction be-

twéén the objective of integration and the methodology of banding to-
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gether in consumer organlzatlons made up of and controlled by disabled

people. Tt is important; in my view, that disabled consumers recognize

that socxety at large and the able-bodied people in it have interests in

common w1th disabled consumers; that, in a sense, all of society con-
sumes or is iImpacted upon by the way services are provided for disabled

people.

This means that the membershlp requlrements of disabled consumer

organizations will in many cases need to be modlfled to aLlow part1c1pa—
tion by able-bodied people. - This must always be under the condition

that able-bodied participants understand the 1mportance of disabled

leadershlp and the priority of the dlsabled persorn's perspective and

opinions,; based as they arée on direct experience of problems to be
solved.

Membershlp cr1ter1a are graduaiiy belng changed to allow full par-

t1c1patlon by able-bodied persons who share a basic understanding of the

disabled consumer perspectlve.r This is because an increasing number of

able- bodled people understand the philosophies, values, and perspectives

of dlsablec consumers, and because disabled individuals have gained the
confidence and abllltleS through part1C1patlon in disabled consumer or-

ganlzatlons.

_Some Predictions of Future Policy Directions

The most general poilcy 1mpllcatlon of the disabled consumer move-

mernit for rehabititation service provision is the. restriction of the re-

habllltatxon concept to the treatment mode and the resulting Shlft of

certain functions away from rehabilitation Services to general communi-

ty services and independent living services.

Indepc: :nt living _services are those that are gniquely required
by the physically disabled individiual in order to maintain an indepen-

dent lifestyle in the community. They are dlStIth from what I term

general community Sérvices inasmuch -as they are not required by able-

bodied people. They are also d1st1nct from what I term rehabilitation
services inasmuch as they are not a part of treatment to remedy the ef-

fect of dlsablement but rather are services necessary for the mainte-
nance of independence and 1ntegration of the disabled individual after

the completlon of rehabilitation treatment services.

General Community Services

-0

More phys1cally disabled Canadlans w111 be represented in the en-

tire spectrum of commissions and boards that manage and direct general

community services, i.e., school boards, hospital commissions, arts

P |
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councils, transportation commissions, housing adthorities, parks boards,
public Service commissions; and SO on. Just as today there israisoci-
etal éxpectation that women be represented on thése, tomorrow there will

be a general societal expectation that disabled péople too be represent-
ed. This will natura}iy”ggsplf in general understanding of the need for

arid meéans of equal opportunity for access by disabled people to aill the

variety of general community services.

. The disabled consumer movement will continué to lobby for legis-
lativé change at all levels. “

. Confrontation tactics and absolutist ideologies will be avoided by
the Canadian disabled consumer movément. Architectural and communica-
tions system design modifications will be promo@gqigs)beiﬁg more usable

by -all people rather than as necessary for accessibility by disablad
people alone.

~°  Public transportation will become more accessible and usable by
disabted Canadians. ... Public housing of ail kinds will become acces-

sible. for disabled Canadians. ... Disabled people will receive their
pubtic education together with nondisabled people. ‘

- preferential hiring for disabled Canadians, on the same social
need ‘basis as "veteran's preference," will be implemented by public ser-—

vice commissions at provincial and federal levels for limited time peri-

ods.

In the area of recreation, camping and park facilities will quick-
ly become accessible. -

Independent Living Services

It will be discovered that the unigué needs of disabled people be-

" yond the rehabilitation treatment process are more related to equality

of oprortunity, citizens rights, and the social problems of other minor-
ities than to medicine and health. This discovery will fesult in direct

programming from government to meet these unique nonrehabilitation needs
of the disabled minority. : ' o

i~

T will term _the sérvicé providiggﬁunit for these diréct,éérviceé

- from government indepérderit living centers. These centers will offer- a

broad range of téchnical aids and appliances that are disability but not
health related. In conjunction with this, they will also offer engi-
neering and technical services to modify household appliances, cars, and

so on for use by uniquely disabled individuals. In addition, these cen-
ters will offer attendant care resources. Peer counselling services

will also be offered, probably by contracting this resource from tocal

lf
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/ disabled consumer organizations. It.is also likely that some basic

legal counselllng resource will be 1ncorporated in its desxgn. Hope-
fuiiy, this wrll not in any way réplace or dupllcate community legal

services.

These 1ndependent ‘1v1ng centers ‘will be managed by communlty
boards made up of at least 50% disabled consumers. -

Rehabiiitation Services

More disabled individuals Wlll volunteer tO serve on the boards
of dIrectors of rehabilitation sérvice agencies as well as hocpItal com- *
missions and the like. Involvement of these dlsabled individuals in

such p051tlons of authority will prOV1de more p051t1ve role “models for

staff providing rehabilitation Services. Prov1der staff for too long

have been exposed only to disabled individuals who, for a variety of

reasons, reinforce staff expectations of Jlsabled people as dependent

and requiring assistance. Geénerally, more effort will be made and care
taken to insure, that rehabllltatlon personnel attitudes are in line W1th

true rehabilitation requlrements.

Genera‘ly, rehabllltatlon services will be redesigned and modl—
ff/d to provide the disabled individual beIng served with greater self- .

express1on,,self determlnatlon,iand qeneral involvement in the reéhabili-
tation Service process.” To some extent, this will be accomplished by a
federal requirement for rehabllltatlon contracts, which will be negoti-

ated between the rehabIIItap;on service provider ang; the disabled indi-

vidual concerned and will Incorporate definite time lines with measur-—
able objectlves.

The patIent s rlghts movement w1ll contlnue to grow and réqulre
accountability from the rehabilitation service provider and health care
system generaliy. This movement will continue to call for gleater rec-

gnItlon of the rights of patients, including their rlght *o self-
determination and input to denision- maklng processes during rehabilita-

tion. . -
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FROM CHARITY TO INTEGRATION: A NEW FUTURE FOR
PERSONS WITH DISABILITIES

- 7 7 Edward Roberts,; Director o
bept: of Rehabilitation; State of Ccalifornia, United States

Not so long ago, the prevalllng attltude in the United States was
to treat persons with disabilities as objects of charity: Organlzatlon

" after organization sprang up to "protect" various dasabIIIty groups.

These organizations were well- -intentioned, but their emphas1s on charity

produced fear and segregation. There is a fundamentai and basic flaw in

treating any person as an object of charlty.r In the case of persons with

disabilities, the consequences of such a characterization have been
counterproductive. In order to enhance fund-ra1s1ng efforts, some orga-

-nizations portrayed persorns with disabilities as weak and helpless. By
doing this, the well-intentioned organiiatxons reinforced a negative
social attltude toward disability:

The existence of charities; furthermore, provided the major in-
Stitutions in our society with a convenient excuse for not meeting the
real rieeds of persorns with disabilities. Government; the educatlonal
system, and business were able to avoid any meaningful responsibility

toward persons with disabilities by simply deferring to the charities.

Challengesftowtheebharit§ Ethic

: In the past decade, fundamental changes began to take place. The
starting point for this change really began in the middle to late 1960s
with the black civil rights movement in the United States.

__The parallels betweern America's treatment of.blacks and persons

w1th dlSabllltleS were readIIy a“parent. Separate education made no
sense, whether it was based oh color or disability. The denlal of em—
ployment opportunlty made no sense, -whether it was based on color or
disability:. Simply stated, segregation on any bas1s made no sense.

In the Iate 1960s and early 1970s, persons Wlth dlsabllltles be-

gan to take control of their own lives. Our philosophical premise was

simple: We have a fundamental-human right to equal cpportunity to par-’
t1c1pate in every aspect of our society.

abitities from a patronlzlng and segregatlng Soc1ety. The process of

desegregatlon has galned considerable momentum in the past few vears:

Cﬁaﬁéihé Attitudes moward DiSability

Orie of our major tasks has been to change the general pubIIc s

attltudes toward dlsablilty. As I mentioned éarlier, American society
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tended to view persons with disabilities as weak; helpless, dependent

asexual, and Oftentxmes as intellectually inferior. This attitude in

turn fostered a negative self-image among persons with disabilities.

. In the past.decade, we have done much to d1spel the myth that
persons with disabilities are weak or s1ck. Persons with dlsabllltles

have part1c1pated and succeeded in every. aspect of our society. Yet;

there remains a great deal of ignorance in our soc1ety about peopie w1th
disabilities. I belidve that oneé of our dgreatest- respons1bIlItIes is to

‘educate our society about the strengths of persons with disabilities:

We need; for example, to educate the mass medla whlch all tog

often runs stor1es about a helpless, poor, handlcapped person. That

type of story is s1mply misléading and deceptive. We must prov1de the
media with information about persons with dlsabIlIt;es who are success-—

ful doctors, lawyérs, auto mechanics, computer programmers, etc. We

P A ‘.

need to help the Féneral public understand that dISablllty in and of
itself is not devastating, and that a person who has a disability can
live an active arid rewarding llfe. We must do this not only for our-—
selvés, So that we can gain the opportunities to fully participate in
society, but also for everyone ‘else: A Swedish study estimated that
60% to 70% of the general public will suffer major mobility-impairing

dlsabllltles durlng their llfetrme. We need to help the people who

will one day be dlsabled to come to terms with their fears and stereo-
types of dlsablllty.

Changing. Institutional ?iééEiééé

. Changlng attltudes is only one part of our task; we must also
work to insure. 1nst1tutlonal changes to correct the inequities in our

laws and pract1ces that effect:veiy discriminate against people w1th
dlsabllltles and take away their hope and opportunity. _In the last de-

cade, the U: S. federal government has passed a series of laws which in

the words of the then Secretary of Health;, Education and Welfare "re-

flect a natIonai comm:tment to end discrimination on thé basis of handi-
cap...and to bring handicapped persons into thé mainstream of the Ameri-
can life."” ’

. 1 B
Two of these laws prohlblt d1scr1m1natlon in preschooi elemen-

tary, and secondary education. The laws réguire (l) that a student with

a disability, no matter how severe, be ‘provided with a free appropriate

education (2) that students with disabilities be educated with nondis-

The Education of the Handlcapped Act (PUbllC Law 94-142) and Section D
of the regulatlons promulgated under Section 504 of the Rehabilitation

Act of 1973.
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abled students to the maximum extent feasible and (3) that evaluatlon

procedures be 1mproved in order to avoid the 1nappropr1ate education

that rosults from the misclassification of students., These laws also
establish Safeguards to enable parents to influence the evaluation and
placément of their children. %

i
rT‘he 1mportanc€ of an Integrated educatlon cannot be emphas1zed

enough. When I was 14 years of age and an aspiring athlete, I became

Severely dlsablea T remember the doctors télling my mother that I
would be nothing more than a vegetable.

Fortunateiy, our school system in Burllngame, California did not

have separate schools for students with disabilities. The school system

had to figure out 1 way to get me from my bed to rebegin my education.

I had to overcome the fear of going out and having people Stare at me

4

because I was different.

Accepting Risks

I also learned that I had choices; and that to get anywhere, I

would Have to6 tearn to take risks. One of thée most obvious problens
w1th patronlzatxon and segregation is that it shelters too many peopIe

with disabilities from learning to take the risks that lead to personal
qrowth.

I remember when I was at the Un1vers1ty of CalIfornla and I fell

in love, it became incredibly inconvenient to have to take an attendant

with me. I had been told for years that I could not drive a power
wheelchair because I was so Severely dlsabled Bqt, I decided to take
the risk, because I had a lot at stake. I crashed in the beginning,

but then I learned.

Expanding Employment Qpportu:it;es

The fzderal government in the Unlted States has also made it

clear that discrimination in employment agalnst persons w1th dIsabxil—

ties must end. Federal law, when fully implemerited, will open up hun-

drads of thousands of jobs to persons with disabilities:

The key prov1s1on of these laws is the concept of reasonable ac-

commodation. As we all know, work sites were historically designed by

and for a-population without dlsabllltles and thg§7denled employment

opportunities to pérsons with dlsabllltles. In the future, employers
will have to make reasonable accommodations to enable a disabled "person

who seeks an émployment opportunity.

)-_m
Do
o

O

[]{U:‘ “ o =

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

123

ThlS concept is, pfrhaps, best illustrated by example. In the
case of a decaf employee, it may mean the purchase of a TTY device, Wthh

is a teletype device such as thoseigsed by Western Union. In the case
of a partially blind employee, reasonable accommodation may mean the
purchase of a reading device: If an employee is in a wheelchair, the

employer may have to widen- the doors to accommodate the wheelchair.

These neyilaws agaInst employment discrimination,. thus, offer
real hope and opportunxty For years, persons with disabilities could
only ook forward to a life which, in an economic sense, was entlrely

dcpendent on the welfare system.

B Over the past couple of years, we have bégin to WOrkrwith busi-
ness, labor; and government to create 2mploymerit opportunities for per-

sons with disabilities. For examplé, in the San Francisco Bay Area, a-
number of labor unions have integrated. dlsabled persons into their ap-
prenticeship programs. Giant corporations, such as Standard ©Oil, IBM;

and Levi Strauss, in coopération with the state rehabllltatIoniprogram

and an independent living program, are training and hiring severely dis-
abled persons as computer pProgrammers.

Full Participation

In addltlon to 1ntegrat1ng our schools and work force, we must

also insure that persons "7ith disabilities can fully partchpate in all
aspdcts of our society. For too many years, persons with disabilities
weére isolated from the malnstream of American soc1et¥7 Many of us were

needlessly institutionalized; others were totally dependent on family
or friends. s

In the early seventies, we began to develop the concept of inde-
pendent living: The first step toward independent living was the devel-'

cpment of in- -home supportIve services:

gan to hire, train and sometlmes, fire our own attendants. We learned
Invatuable 1essons and skills.

For example, I have probably hired and trained over 100 personal
assistants in my 25 years as a person with a disability. This experi-
ence has taught me to be a good personnél managér. I have learried how
to recognize people who have the right talents and dgualifications for
my needs. I have learned_the art- of constructlng budgets that will max-
imize my return. I have learned to understand my needs and to communi-
cate those néeds to the persons I hire.
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In Callfornla, we JOlned forces w1th senxor citizen groups to
convince the state leglslature that it was far more humane and cost-
cffective to fund 1n—home supportive services than programs that perpet-
uated 1nst1tutlonallzatlon.

One of the key elements of the program in California is that it
places the respons1blllty on the person with the disability for the man-
agement of the program. The individual has the right to hire and fire
attendants and to manage the money .

We havc, thus, developed a program that not only enhances our
rlght to llVe 1ndependently, but atso eliminates needless levels of bu-

réaucracy. We have also deveIoped one of the most. effectlve job pro-

grams in the state. Thousands of persons who were previously unemployed

are now working as attendants.

Our second major initiative in the early seventles was the deveI-

opment of Independent 11v1ng centers. Thése &enters provide the range

of services that a person with a dlsablllty needs in order to effective-

ly partICIpate in society. The centers, which bring together persons of

various disabilities; provide servicés such as peeéer counsellng, job

traInlng and counseling, housing and attendant referral, sex counseling,
iegal assistance; and transportation and recreation programs

" The first center we. created was the Centerifor Independent L1V1ng
in Berkeley;, Callfornla. ’It now sServes as an international model. In
Title VII of the 1978 Amendments to the Rehabiiitation Act, the United

States Congress tré&cognized the need for independent living centers.
Title VII requires the establishment of independent living centers
throughout the United States. Although it will be some time béfore this
act is fully 1mplemented it offers new hope to millions of persons with
disabilities throughout the Unlted States in terms of both social and

economic indépendence.
Conclusion

As T not-J earlier, the process of desegregating a society is

neIther quick nor easy. We still have a long way to go in making our.
public transportation System accessible to persons with limited mobility.
We also must make more of our bu1ld1ngs and housing accessible. As_in
the past, we will face stiff opp051txon. We will be confronted with sSo-
called cost—eff1c1ency computatlons to "prove" that segregated SysStems

are less éxpensive.

We know however, that this type of argument. cannot stand closeii
analys1s. We know that a doilar figure cannot be placed on the increase
in Self-esteem that flows from living in an integratéd society. Most
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1mportantly, we know that persons with dlsabllltles will no longer

accept a segregated society.

Thus, as we piggifor the next decade, as we develop programs,

we can confidently predict that persons with disabilities will move

into the mainstream of American society.
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WHO REPRESENTS DISABLED PEOPLE?

br. Frank éowe, exécﬁti§§ Director

American Coalition of Citizens w1th bPisabilities, United States

When I think of representatish; I see a channeled flow of infor-

mation: representatlon of somecne to someones This 1mp11es several

things, most of them obv1ous npon brief refiectlon, most of them, sadly,

ignored in actual practIce throughout the worid. Genuine representation
of disabled people, regardless of who does the representing, is remark-

ably rare. Let me explain what I mean by that.

Before I can represent a group of people, I must first consult

with thcm. This process involves sharing my knowledge or expectation

that certain Issues among the many that concern these people are likely

to become subject to public debate in the near future. I must Solicit
from these individuals informed OplnlOIS on the issues and receive from

them InStrUCtIOHS to represent their views. These insStructions constl—
tute my authority as a representative. To the extent that I act "within
that authorlty and on behalf of a body of people,fI am helpiny to fur-

ther the cause of consumer participation. Those I meet with in ny at- -
temts to be a representative can take assurance from the fact that;

were they fo contact each and every mémber of the group I represent,

they would be told: "Yes, hé réprésénts me."  And: "Yes, I believe
that, and this; and also that."

But I am not done merely w1th representIng the informed oplnlons

of my group to some third party. In order to compiete my work as a gen-
uine representative, I must then return to my group and represent to

thése péople the views, dec1S1ons, and other deliberations of the people

with whom I mét on the group's behalf’ Once agaln, I must be certaln,

that I am acting within my authorItv ancé that I am accurately reporting

iipon events. The members of my group can, tnen, take assurance from the
fact that, were they to contact the peokie with whom I met on their.be-

half, they would be told: "Yes, he saic you believe that, and this, .
and also that." and: "Yes, we de01ded upon this strategy for theése
reasons.'

This does noct mean that the representative serves merely as a

messenger. In 1tsrbest form, the process involves intélligént repre-
sentation by an individual who knows his or her conétituents well and

who 1s glven by them authority to negotiate compromises over a broad

spectrum of positions.

Factors Influencing the Représentation Process

This process appears quite simple. Indeed, in cne sense, it is.
Why, then, does it break down so often?-

fuomd, |
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, In actual practice, what we see are variations on the following
insStances:
(

- The representat1ve presents his or her own views (speak ng "off the
top of his head");

- No attempt is made to inform the constituents of pending or upcoming

issues and to obtain from them their views on these matters;

Ce ﬁo attempt is made to report back to the  group on the deliberations

of the agency or association;

- Vlews of a seiected few are represented as belng those of the con—
stltuency as a whole:

Any of th§§§,§§llureq will ~ .use eventual collapse of the representatlon
process; together with the credibility of the representative: And ‘these

failures are common ones. There are seéveral reasons for this.

)

First, in many 1nstances, an 1nd1v1dual trained to work with dis-

abied people is believed to "know" these peop*e and their needs and de-

sires: Being an expert in a fleld does not; however, in and by itself

grant one authority to represert people.r The expert' s opinion is an

informed one and for that reason -ig entitled to cons1deratlon, but it

is still his or her opinion and rnot necessarily that of others. _This

distinction is routlnely overrooked’ Seccnd, informing people of the

complexities of iSsues ‘and obtaining from them their considered views

is a time-consuming and arduous pProcecs; it is only too tempting to ne—

glect this phase of the work: ThIrd, reportlng back to the group can

be difficult and even embarrassxng If the news is not uniformly good;

we all know the fate of the messonger with bad news! Finally, it is

unfortunately true that in almost every nation I° have visited, more dis-

abled people are "sut of the mainstream" than are within tie network of

d1sab111ty groups and profess1onal assodiations. This restriction of

the constituency often is exacerbated by the ability of a vocal few to

domlnate debate and discussion on critical issues. In some cases, fa—

voritism and other tendencies further restrict the body of people ac—

tually being represented.

You will notice that to thlS p01nt I have made no distinctions

between representatlves who are able-bodied and those who are disabled.
All of us are equally susceptible to these problems, and all of us are

to some extent gu1lty of failuré to act as geriuineg represa sntatives.

For 'all of that, we have found 1n the United States, and I have"

seen in othe" countries; that people who themselves are disabled are.

generaliy in a position to be more adequate representatives of dlsabled

people than those who are not dLsabled themselves. Consumer represen-
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tation~by consumer representatlves by and Iarge has a better chance of

doing thé job. This may be because tle constltuency is more inclined

to convey authority to "one of us." It may be because agencies and as-’

sociations consc1ously or unconsc1ous1y confer greater credibility upon

persons who are themselves members of the const:tuency being represent-

éd. It may be because a disabled representatlve brings personal expe-—
riéncé to bear upon the issues being considered. Regardless of these

or other reasons, I am flrmly convinced that we must work together to

help disabled people in the nations represented in this congress to

select their own representatlves.

Scope of Consumer. Representation

We must then broaden the scope and depth of opportunltles for

DepresentatIon. Within agencies, organizations, and service facilities,
clients must be able to represent themselves throughout their rehabili-

tation process: They must have the right to participate in the design
of a program of assistance; the right to appeal any adverse decisions
to hlgher authority; the right to sSee the results of tests and evalua-

tions; and the right to protection of basic buman and civil liberties
while a client.

Current and former cllents, as well as representatlves of the

general disabled population (particilarly Qf potential ciIents) must

be able to participate in formulating rehabilitation programs and eval-
uating their effectiveness. Disabled people must be able to participate
in the shaping of government and private agencv poilc1es governing the

operation of prugrams and fac111t1e5.serv1ng dIsabled individvals. Dis-
abled peoplé who wish to work in fields reiatl g to services for dis-

abled individuals must have an equal qpportunl y to participate in such

work as Sérvice providers without undue discrimination on the basis of
dlsablllty alore. And dlsabled individuals must be able to participate

in government through the same poiitzcai avenues, including voting, that
aré made available to others in the society. -~

As complex as are the questlons of who represents dlSabled people

and hewrthat representation is effected, we. e must not lo8é Sight of the
objectlve to insure that *epresentatlon takes place. Let. that be our
charge as we move forward to implement the activitigs we plan as part of

our observance of the International Year of Disabled Pérsons and as we
develop our programs for the Charter for the '80s. .

24
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TOWARDS FULI BOLITICAL BPARTICIPATION

Barbro Carlsson, éonsultantron ﬁandioap
The National Board of Edrzation, Sweden

The questlon of full polltlcal partlolpatlon is in many ways a

Co@gl;cateo one, because it relates to the society in which we iive:

Different countries have different s001al systems, and I shall be pefer-
ring to Swedish conditions with whleh I am familiar:

I am going to cons1der some of +he baslc conditicns for full par-

ticipation: knowledge, social experierce, and the opportunity to exert

influence. Without thésSe prerequisites, a pérson has little prospect of
participation in the life of the community and strll less prospect of
participating actlvely in polltlcal affairs:

The social and economlc condItIons of the handlcapped vary from
one country to another. In some countries, the general materlal stan-
dard of living is such that our living conditions have also improved,
even though they still lag behind other people's. .

Devaiuation of the Handicappéd

Generally speaking, although the handlcapped have acqulred a cer-

ta1n share of the benefits of development, that share has always been

{imited and there have- always beén sStrings attached to it. This is be-

cause atl communltles, rich or poor, single out certain people who are
o referred to as handicapped. _
® , . . 0
why, then[ do we eject groups of 01tlzens from the main body of

soc1ety and allot -them conditions 1nferlor to those of other people'>
. How can we accept that Somé of us have inferior 1iving conditions to

others? N L

1

It can only mean that dllferent values are placed on different
people; some people being valued very highly while others count for éx-

tremely littlée. And it must mean thatithere are no risks attachéad to
this mode of valuation, because the people who receive low ratings are
mostly powerless, with the result that there will be no sérious politi-

cal or other consequences 1nvolved if we leave thlngs as they are.

Western SouletIeS value 1"heJ.r menbers aCCOrdlng to usefulness.
The great changes that have occurred in living Standards and technolog-
1cal progress have not entailed any profound revision of the way in
which we value people:

, We still doc not take it for granted that all men and women are
: équal, and this partlcularly affects those of us who are handicapped.

\\

- 132

ERIC

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

130

Even if we live in countrles that are weaithy in material terms, we are

always 1likely to be the first to feel the pinch of a worsening. economic
climate. We are hit faster and harder than other people, -because we

are at a disadvantage from the very outset:

Handicapping Attitudes

Whﬂttver our material conditions. as handicapped. péopie we are

greatiy 1nfluenced by ﬁhe,hﬁma” attitudes of the community around us.
Our self-esteem and dIgnIty are easily attacked in communities where the
strong, the welr-tralﬂed and the well-shaped members of society are

given praise 1nd prominence and whe-e the traditional view of handi-
capped péopie is that they are weak and cannot be expected to contribute
to the common cause. Living on these terms, we a-e easily reduced to
cases,roLJeots of care. We are not régarded as an asset, as people who
by virtue of their ablllty have something to offer.

. If I am constantly regarded in these terms, it hecomes difficult
for me to find my human identity, because I .am expected, as a handi-

capped pa2rson; to live up to a role ahuped for me by others. This rein-
forces the sense of isolation, the feeling of beIng apart from others.
The human role presents features that uriite me with others—our common.

destiny of birth and death, suffering and happiness. The role of the

handicapped pérson heightens the differences between my life and thé

lives of other people. This has the7§erxous effect of undermlnlng and

weakening my determination to brlng about change togetheér with others,
a determination without whlch no genuine change can materialize.

- The Importance of PartiCipation

If therefore; we want a society to. ex1st apd functlon for a&i
its members, they must all be able to partlclpate in this process. They
must all be abile to influence and participate in de01s1on mak;ng.ii?hls

in turn 1equ1res that all cf us; whethér handicapped or not, acquire the
implements whereby we can play an active part as members of the communi-

ty.

7§ow ars we to come by these J.mplements‘> How can we 1mpart prac-
ticat and concrete meaning to a concept like sol:.dar::ty'> How can we get
to the stage of treating one another with a respect and fairness that :

show that nobody counts for more than anybody else?

One obvious requlrement 1s that we muetiggliy comprehend each
other's positions and specify the aspect ofithose pOSlthnS that, need
changing. We can never accompllsh this over the heads of people who

have been pushed to one side. Thus, we cannot go on talklng about_our-
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seives, the handicapped, as a class apart, because this would mean set-

ting’ ourselves up as cxperts on other people's conditions without admit-

ting that the question concerns the common situation of all of us. We

must use our common role as human beings to make good living conditions
recognizable and tangible.

People only become handlcapped when they are pushed aside. Tbis
is when universal rights cease to- appiy. Thus; where many handicapped

persons are concerned, entltlements to hous1ng, employment,; education,

cultural amenities, and publlc transport, for example, hold narrower im=—

plications than they do for other peopte: And as I began by Saying, we
accept this scheme:of things.

If we clarlfy the causes and effects of these condltlons, we w111

have a new point of departdre from which to accomplish what is needed in

order for a charnge to materzailze, namely, the pursuit of change togeth-

ér with the people concerned ind on their terms. Thi§ process must be

rooted in respect for each person's aptitudes, needs, and potentiaiities.

It must be founded on each individual having thé opportunity-of express-

ing his or her own ék@erlence and also.of developing through access to
new experIence
. ,

In his book Pedagogy of the Oppressed, Paulo Freire remarks:

Every human being, no matter how 1gnorant and 1mmersed in

the culture. of silence_he may be, is capableagf looking

critically at this world in a dialogue and encounter with

others. Given the tools for this encounter, he w1ll

eventually be able: to comprehend his personai and soc1a1

. . reality and its inherent contradlctlons, become aware Of
. ] " his own opinion and handle 1t critically.:

. Pedagogygoﬁ the. Oppressedicontains a; great dea that is directiy
applicablg to those of us who, being handlcapped are forced into "the
culture of s1lence"'by llfelong dwelling in poor. surroundlngs or by se-

vere 1solatlon .forced upon us through the inability of our- siurroundings

to communlcate W1th us: This applies, for example, to many adults with

severe and composite functional impediments; such as the deaf and blInd

the mentally retarded; and the severely disabled. The institution is a

total sphere enclosxng and enfolding its inmates behlnd 1nv151b1e walls

“that effectively IsoIate them from.one another and from the peopie out-
side. sae . , N

Il

How ‘can people who llVe in sucha%trlctly 1solated surroundings or

who are otﬁéf&ise disadvantaged be enabled to exert grgater influence

and partICIpate in the -life of the communlty How are we to overcome

all tneiobstacles in ‘present-day Society to handicapped persons taking

any active part in social affairs, the activities of organ;zatlons and

associations, and in policy decisions?

‘
o |
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Eliminating Barriers to Participation

One of the first answers to this questlon i§ that we will have to

makc decision makers and other members of society more aware of the fact
that *he resources of att citizens must be utilized if we are to deveilop

our societics and improve our living conditions.

For a lcng time now we have been maxlng serious efforts in Sweden

to give- dlsadvantaged groups,; as we call them, dreater opportnnItIes for

1nfruence and partICIpatlon in community affairs. This work has been
undertaken in the realization that individual measures cannot produce

results. Instead, action has to be taken in all walks of 1ife and in

various contexts--for example, in early Chlld care, durIng schooling;
and in empioyment and housing Sphéres. These reforms have had far-
reachrng and substantial résults§. And yet the pOSItIon of the handi-
capped in Sweden today is still Such that reTatIvely speaklng, we con-
stitute the weak members of soc1ety. Above ali; this is perhiaps because
the measures taken; extensive as they have been, have not been suffi-
c1ent to produce the results 1ntended The eilmlnatlon mechanlsms ‘in
our society are too powerful. We stIlI lack many of the social prereg-
uisites that are nécéssary .to eriable us,; for instance, to live and dwel

independently and on our terms and to be able to work.

What is true of Sweden also applles to other soc1et1es. Every

society must therefore payrattentlon to the elimination mechanisms W1th-
in it. Weé need this realization in order to av01d constructing societ-

ies that handicap their members .

In Sweden, we have regarded adult educatlon and culturai pcilcy

as oné of ctir main instruments for achieving greater equality between

citizens: Tnus, during the past few decades, we have conducted a pro-

cess of reform In this sector aimed at bringing adult education and’ cul-
ture to new and disadvantaged groups, i.e., the undereducated and handi-

capped. )

We have seen that adult éducation can,. above ail, provide a use-

ful aid to handicapped people in their struggle for reccgrltlon and
greater infiuence. We believe that serious efforts atong these lines
are capable of helping to influence "the llvxng situations of the hand1~
capped in a more total perspective, prov1ded we actually reach the
groups that are most impeded from taking an active part in education and

social affairs. .

To succeed in thlS, we must actxveiy approach the people we want

to reach. Outreach or activation schemes of this kind are being con-
ducted in Swéden on an experf@entai bas1s.. The most  important lesson we

have learned from these experIments is that the activators must come

from the organlzatlons representing the people to be~act1vated--assoc1—

L
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ations of the handlcapped 1mmlgrant avsoc1atlona, trade unlons, and s0

on: The activators must have: experxences irn common with the people they

apprOdth, and they also need to know abont all the various Social phe-

nomena that intéract with adult education:

-

The needs of handltapped and other undereducated persons demand

completery new educatlonal and cuttural forms with different content of

a different guality. It is in response to these new needs and demands

that adult éducation and tultural activities will be able to grow and

develop in the. future. Above aill; we have an opportunlty he’E‘tO test

the positive 1mp11cat10ns of the task of promoting positive dev?lopments
for the least privileged members of society.

In order for us to part1c1pate polltlcally,rfreeoom of expresslon'
mUQt apply to all of us. This means, among other things, that we must

have access to books,; newspapers,; and périodicals and to the thlngs that
dre said on radio and television. This may appear so seif-ev1dent as to

require no pieadlng, but there aré so many of us with vision and hearing

defects and other impediments to information who have very limited ac-

cess to the spoken and printed word. Our ability to obtain information
and €Xpress ourselves freely i§, of course, bound up with othexr factors'

besldes access to the spoken and prlnttd word. To us; the handlcapped,n

thlS questIon is particularly bound up with the extent of our isolation.

In thEse connections; however, access to the spoken and printed worcé can
be one of the tools whereby we free ourseives from a condition of op—

pre ssion and dependénce on others. .

. . §

Theé Role of Handicap Organizations

The course paved by dcvelopments in Sweden will, to a great ex-

tent, depend on the ab111ty of the associations ot the handicapped to
assert the interest of theiTr members. Year by year thess asSociations

have galned streng_h as 1ohby1ng and opinion-forming organizations for

the establishmernt of greater fairness and equal conditions bétween the

members of Swedish socxety. Their combined membership now totédls some

250,000 as compared with a national population of eight million.

The work of the associat¥ons of the handlcapped has been of great
Impor,ance to the groups represented, but it has also helped to glve
ciearerrmeanlng to such concepts as solidarity, part1c1pat10n, and
equaiity. The International Year of Disabled Persons in 1981 will have

as its motto "full participation and équality." This demands that we

continue with undiminished vigor our, effort to improve the possxbxlxtles

for underprivileged citizens to obta1n different and better conditions
on a basis of participation with others.

4!‘
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Conclusion

) It is only with the participation of the handicapped themselves
that our reality can be described and thus eventually changed. In order
for Community work to bé able to continue and develop; a greatér number
of handicapped pérsons must take part in it. Therefore, it i§ vitdlly
and urgently necessary that vigorous efforts be made both nationally and
internationally to facilitate the active participation of handicapped
persons in organized cooperation, so that on this basis we will be able

+to achieve full political participation.

This is all the more important at a time when we can expect in-

créasing competition for common resources. In a situation of ‘this kind,
Special atterition needs to be paid to the situation of vulnerable groups

and to strehgthening their position in society. ’

based on the common characteristics of our role as human beings: To-
gether we must define common and fundamental needs such as housing,
employment, and education--needs that are the same for all people. To-
gether we must work to provide everybody with the necessary ingredients
of human dignzty and a life worth living.

our efforts to promote participation and equality must also be

This is possible if we are prepared to recognize other people's

living conditions as our own and join forces in changing them. Develop-
merit in this direction is possible, and it v ill benefit people and soci-
eties all over the world. . : '
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DISABILITY RIbHTS ISSUES.

THE ROLE OF. ADVOCACY IN GOVERNMENT

Eunlce Florlto, Specxai Assistant to the Commissioner

Rehabilitation Services Administration, United States

The prollfératlon of government programs for handicapped people,

coupled with a rapidly emerging organized dIsabied rights movement, has

led to the need for coordination, 1nformatIon, referral services, and,

most importantly, advocacy programs at all govermmental-levels. As the

disabled community has become more poiltxcaiiy actlve and ;ophlstlcated,

pressure has increased on governmen* to establish a comprehenS1ve pollcy

on programs and issues affectxng this sector. This pressure frequently

manifests 1tself in the creation of advocacy agencies or programs that

focus on a wide spectrum of issues ‘and concerns of disabled people that

government 1is, or should be, concerned with.

Definitions

To better understand the role of advocacy in government, we must
first examine the current definitions, concepts, types, and methods of

advocacy. Webster defines the word "advocate" ads "one that pleads the

cause of another." The Joint Accreditation Counc11 of Services for the

Mentally Retarded and Other Developmentally. Dlsabled Persons defines

advocacy as "the representation of thé rights and interest of oneself

or others."

Advocacy 1mp11es a phllosophy of pOSlthe convictions and actions

leading toward resolution of issues and problems, Improvements in indi-

vidual or group circumstances, and/or changes in existing- -systems so as
to make them moré résponsive and responsible to their constituents or to
those they were désigned to serve. - -

‘There are three basic types of advécacy:

Self-advocacy: Bn individual advocating for a cause on his/
her own behalf:

Individual Advocacg. An individual advocéting for and on

behalf of another persomn.

Group Advocacy: A collective of persons generally ciustered

w;thln an interest framework to act conjointly £ér a cause

or causes.
There are two types of advocates:

Lay Advocates: Persons outside of government who possess

~ 18
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Iittie, if any, formal training in advocacy techniques and

skitis; who practxce in the voluntary sector of Society,
and who may or may not receive compensation for their ef-

forts and actions.

Professional Advocates: Those who are skllled in the tech-
nlques of advocacy through formal tralnlng and/or experi-
ence and who receive compensation for their efforts and
actions.

There are three types of adVOCacy processes:

. Case Advbcacy: A method based on the use of skitils and

techniques, USually in a one to one type of situation and

that, whén necessary, resorts to use of coudrt systems.

" Systems Advocacy A method using various skiils and tech-

niques to bring about desired Improvements and/or change in

soc1ety or government oOr their components.

.Governmental Advocacy- & method practlced within a govern-

ment setting that uses a variety of skills and technlques

within a planned programmatxc framework that is designed to
aCCOmpllSh specxfIc goals and objectives related to the

populatcion it is advocating for. Governmental advocacy may

be internal or external. Internal advocacy is directed

toward goals that enable a department or agency to act more

responsxvely and relevantly in-meeting theé needs of and
providing services to a specific populatlon.r External ad-

vocacy is directed toward other programs in the government
or the private sector. Within this context, the term "om-

budsman"” is defined as a govérnment off1c1al who 1nvest1-
gates and remediates c1tlzen compla1nts. -

The world around us is replete w1th examples of advocacy. Orga-

nized advocacy can be found in the United NatIons, the press and other

media, legislatures, executlve branches, and puipxts, to mention but a

few. It can employ methodologies as dlverse as poixtxcal action; re-

search, public eéducation, passive reslstance, and in its extreme, vio-

lence and terrorism. In fact, we are influenced every day of our lives

by advocacy and the actions of advocates.

The Growth of Advocacy in the Handicapped Commuriity

- Bll this knowiedgeiand information about advocacy does not ex-

plaln why, when we use the term "advocacy" today, we are speaklng of the
handlcapped community. Historically, advocates have béen the parents

13y
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and families and other sympathizers of disabled persons who sought for
and fought to help achieve the pcfeht1%§ they perceived in disabled per-
Sons. They are still advocates, but noWw they are joined by the members
of the disabled community who have learned to advocate for themselves
and tor their, as yet, less sophisticated brothers and sisters.

The constant frustrations of handicapped persons to be accepted

as equals, their search and struggle to obtain vital services to realize

their aspirations; and their need to join with others who have the same

basic needs and desires has, with the years, given life and meaning to

the word: advocacy. ' It is the word of the. handicapped community; it is

identified with thcm.

~ until the early 1970s in the United States, there were many
groups of disabled people, each group concerned with its own disability

and oriented towards its own goals. The accomplishments of the minority

civil rights movément of the 1960s influenced the individual disability-

oriented organizations, stimulating a greater self-identity and enhanced
awareness of the political effect that could be achieved in unity.

While maintaining their own individuality, these groups, working togeth-
or fowards common goals, are realizing that their strength and energies
are enhanced and that collective power can bring about positive change
for them in sSociety and government:. When we identify advocacy with
handicapped people, we acknowledge the battles waged for gervices and
recognition, the hard knocks received in the process of growth and
learning. We acknowledge the experience and expertise gained by the

handicapped community to obtain its fair share in every phase of life
that is rightfully theirs.

The Growth of Advocacy in Government

Government is desighed to: insure the rights of, and provide ser-

vices téiiiéf§ihg publics through implement&tion; g@@épiéffatioh; and
enforcement of laws; regulations, and programs. Inherent in its respon-

sibilities is the function of advocacy. Oftéﬁ; however, governments
narrowly define their roles, seemingly excluding the function of- advoca-
cy; particularly for a specific population if it is not politically vis-.
ible and active. : ‘\

’ AY

: . - .
Government exists by laws to protect the rights of its people
and to provide an order and system of living for its people. How then
can and should government provide this order and system for a population
(the disabled) that until recently has not been considered a political
constituency. Because this particular constituency was not being ade-

quately served by most facets of governments, steps needed to be taken
to maké government aware of its responsibility to disabled citizens:
Thesé Steps were initiated in different ways and resulted in various

140
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types and structures of advocacy programs in aii ievels of government,

but always because of the pressure applIed by a concerned citizenry.

In the federal government of the United States, various forms of
advocacy programs "for handlcapped peopie" deveioped over the past years.

Rehabilitation programs, special education programs, the President's

Committee on Employment of the Handicapped the President's Committee on

Mental Retardation, and various advisory committees and task_ forces are

but a few of these programs In the main, these efforts excluded input

from and the 1nvolvement of those on whose behalf advocacy was belng
done. The RehabllltatIon Act of 1973 (P.L. 93-112) as amended by the

Rehabllltatlon Act Amendments of 1974; the Mental Retardaticn Fac111t1es
and Community Mernital Health Centers Construction Act, as amended by the :

Devclopmentai Disabilities -Services and Construction Act (P L. 91- 517 ]
and P.L: 94-103); and the Education for All Handicapped _ Chlldren Act of
1974 (P:L: 94-142) all gave impetus to a changing role for the federaI

government in tha area of advocacy by providing some funds for 1nd1v;d-

wal and group advocacy programs within the states and by requiring the

involivement of disabled consumers in the policy development and, consul-

tation aspects relative to program servlces.

Several speczflc events of the past few years have further sup-

ported the need for a designated advocacy program within the federal

government of the United Statés. These evernts have Inciuded political

efforts: of some dlsabled people in the presldentIal campaIgn of 1976,

the advocacy activities of dlsabled people leading to the signing in

Aapril 1977 of thée Section 504 RequlatIons for the Rehabilitation Act of

1973, and the White House Conference on HandIcapped Individuals in May

of 1977 w1th 1ts recommendations caiIIng for a firm commitment on the
part of fedéral government to adopt programs of advocacy with disabled

people.

A plan to create an advocacy program with;, and for, disabied peo—

ple within the federal government was proposed by the Commlss1oner of

the Rehabllltationiserv1ces Administration (RSA) with thé accompanying
endorsement and support of the presidential administration. The unit

ass1gned th;s responsibility is the Division of Advocacy and Constituent
Relations in RSA's Office of Advocacy and Coordlnatlon.

The mission of the Natlonal Program_ of Advocacy is to promote,

protect, and guarantee the rights of disabled 1nd1V1dua1s, to insure

the participatory involvemént of disabled pecple in aiit aspects of

decision-making processes as these relate to poIICIes and programs in

the federal government; and to insure that all programs and services are

relevant to promoting the equallty, opportun;tyiand 1ndependence of
handicapped persons, to fostering the deveIopment of their potential and
growth; and to 1nsur1ng their part1c1patlon in and acceptance into the

mainstream of society.
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Groups_Addressed through Advocecy

In order to accompllsh this mission; the National Program of Ad-

vocacy (based in the RehabllltatIon Services Administration]) must,

through various programs, address fIve major publics and bring them to-
gether to work toward common goals as stated in its mission. Thé&e pub-

‘lics include:

i,_ The dlsabled communltg, cons1st1ng of current clients rece1v1ng
services through federai or federally funded programs, or state

funded and sponso*ed programs; disabled individuals who at one

time received services from such programs; all other dlsabled

in 1v1duais who potentially might use or be affected by such

programs; and any other individual with a dlsablllty defined in

the Rehabititation Act of 1973, as amended. .

2. Rehabilitation professionals, cons1st1ng of all personneI within

RSA, state rehabilitation agencies and programs, and deveiopmen-

tal disability programs and councils at state and local levels.
3. The voluntary sector, cons1st1ng of all prlvate serVIce providers

of national, state, or local scope andg profess10na1 organlzatlons

and associations prOV1d1ng services to, or interested in, foster-
1ng the concerns of peoplé with dlsabllItIes.

4, Government personnel, cons1st1ng of aii persons administering
programs within federal, state, or local governments that direct-

1y, 1nd1rectly, or potertially affect disabled people. I

5. The general public, conSIstIng of interested and potentially
1nterested persons whether or not they are dlrectly concerned
withH disabled persons.

To be effectlve, a national program of advocacy must address and

contlnually work with these publics in a cross-cutting fashion. = To im-

plement its cross- cuttlng efforts, a certain degree of flex1b111ty is

needed within ~e program and within the dutles and responsrb;}ItIes of
professIonai scaff. This flexibility demands that the leadershIp of the
advocacy program develop and maintain continuous coordination of staff

resources:
How then does advocacy in -government function and how specifical-

iy for disabled people?

Political Aspectswofﬁédﬂocac§ within Government

funct.ons in a polltlcal manner, at the sufferance of the polltzcal
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implied. It is critical to understand the full implications of the ele-

mental dlfference between advocates cutside government, and organized,
idertified, off1c1a11y sanctloned advocates within government.

~ A polltlcal system ex1sts 1n Dart to perpetuate its own ex1stﬁnce

and survival. Government as both a creatﬁre and agent of that system, N

responsible to both laws and poiltxcai teadership, exists in a fragile

balancing act. In essence,,government has to "render unto Caedar in
sometimes confllcting ways-. Add to thlS an ingredient of 1ndependence,

autonomy, and crItIcai 1eadersh1p on behalf of a specific cauSe or pop-
ulation and one beglns to see the potential for conflict which every

earnest advocate in government must acknowledge and be réady to accept.

2

In short, the advocate w1th1n government operates under severe
and constraxned fimitations. In most instances, advocates for disabled

citizens are app01nted by either an €lécted execytive or a hlgh official

within the executive branch of government.,,Héﬁ they are respon51ble
to the elected official as well as to the disable constituency.

This "walking the razor's edge can and often does resuilt in a

political and moral conundrum for the 1nd1v1dua1 who, while "serving

two masters," still has a professional obligation to solve the problem
at hand in a fair and equitable fashion.

The key _ word in thlS d1scourse is "profess1ona1. Not profes-

sional as would be thought of in the traditional sense, for the advocate

in government is continuously redeflning his or her role and operatlonal

methods. Rather, a professlonallsm born out of the necess1ty to imple-

ment real and meaningful change using the tools,; systems; programs, and

laws emanating from the polIticai and governmental relationship.

It is this baS1c commitment to the system, inc1uaing its manipu-

;latlon to make it work effectlvely and, where necessary, % o alter it in

order to Peep it current, that must be the hinge from whlch all advo-
cates operate: “ 3

To itlustrate the above, one can examine a situation whereby the

threatened members of one segment of the disabled community are orga-

nized around an emergency issue vital to them. With the assistance of

the government advocate, this group researches and drafts a solution to

the emergency issue which is then presented to the approprlate officials.

Through this process of solution development, the ad hoc community can

and often does achieve cohesion and legitimacy It might not achieve, in-
dependently. The proposed solutlon also gives the advocate cred1b111ty

as technician and leader and helps to instill a faith in his or her con-

stituency that government does work or at least does try to work.
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An ‘llustratlon of the above can be demonstrated in a situation -

that occurred in New York City in r974 over the iIssue of odd/even gaso-

line exemptlons. The local advocacy governmental office for the handi-
capped prepared a comprehensive qasollne rationing plan enumerating who

should réceive exemptions, how tne process should work, and why it was

critical to.do this. A&n ad hoc community group was formed with the help

of the ‘government offlce, and an organlzed “plan of action was developed

to réach the approprlate state officials with the agreed upon sSolution as
a basic framework for negotIatlon. The end result of this operation was

the 1nclts1on of disabled drivers and other vehicle-dependént dlsabled

1nd1v1duals into the already implemented state gasoline rationing plan.

In shortb the system was manipulated, altered, but used to solve a grave

emergerncy affecting hundreds of thousands of 1nd1v1duals.

How theroff1c1als were reached and convlnced to act is, however,
an 111ustratIon of another basic principle for government advocates. It

involves use of the polltlcal system and média, which are, in my opinion,

a leg1t1mate and necessary part of every advocate' s skills and tech-

n1Ques, provided they are used with honesty, accuracy, and dlglomacy

The basic strategy agreed upon by both advocates and community

was a massive demonstration_in front of the governor s local office;,

with contingency actions calling for dlsruptlon of traffic and passive
resistance if necessary. Again, it must be remembered that the situa-

tion was grave and was an emergency recognlzed even by local elected
officials who were légally powerless to change it: The situation was
further héightenéd by the fact that 1t was an election year in the state

and the incumbént governor was running for reelectlon.

. Clearly,rthe officiat local government advocates could not par-
t1c1pate in anything lllegal. Just as clearly, these same advocates had
a reéesponsibility to advise tHeir community on the dangers of provocatlve
actions. But clzarest of all was their responsibility to support and

protect. their communlty once a consensus for action had been reached and
to use this situation to achieve the objectlves agreed upon . i

The actual result.of the demonstratlon was twofold’ Us1ng pas-

sive resistance, the ad hoc group of disabled people tied up traffic

on a busy major street. This event was covered fully by all med1a,-

brIngIng public attention to their cause. This action cnlmlnated in a
meeting between the state's highest energy OfflCldi and the representa-

tives of the ad hoc group of: disabled constltuents anng with the advo-

cates on the- following morning, resultlng in the prev1ously mentioned
solution. There may be Some, indeed perhaps many, who may be shocked
and offended at thé préceding illustration as a legitimate example of
how advocdates within govérnment should Comport themselves. But lest you

be too harsh on those of-us who have had to face the realities of polit-
ical unconcern, try to remember these 51mple precepts:

144



O

ERIC

Aruitoxt provided by Eic:

142

- The political system is both part of and separate from government.
Because government is dependent on the political system and influ-
énced by it, it must provide a legitimaté area of opérating when

the more traditional means fail.

- The advocate in government cannot condone or actively support il-
legal actions no matter how justified they appear. But the advo-
cate has to actively support the constituency when it independent-

ly agrees o:i a set course'of action by constantly being the medi-
ator, buffer, and communiChtioné link between the parties.

- The advocate must keep the agréeéd upon objective clearly in mind.

The above exampleé i§ also, it should be remembered, a rather dra-

matic one. In ons Sénse, it reflects veryréiéég%i the political and

moral conundrum méntioned earlier. . In ang;@eg”seﬁéé, it is certainly
not typical of thé daily kinds of activities that governmental advocates
for disabled individuals are engaged in.

_ Thé local entities; in general, have Become responsSible for a
broad rande of issues and programs that heretifqiéhavenot beer histor-
ically associated with the most critical needs oft disabled people.. It
i& in large part a tribute to the rehabilitation effort in the United
States that many disabled people in becoming employable, educated, and
independent, are now more vitally concerned with problems involving civ-
il rights, housing, transportation; jobs, energy, crime prevention, vot-

ing rights, and freedom of life style than with more traditional medical

and health concerns.

- 7§é§6ééﬁéé in government have ha@ forbecoméipgégiéiéﬁflin a wide
range of programs and problem areas. In effect,; the staffs of these

agencies have had to bécomé generalists in a fieid heretofore dominated
by specialists. By the Same token, they tiave also had to become spe-
cialists in areas where none existed before. If there is a basic phil-
osophical underpinning to this kind of approach; outside of sheer neces-
sity, it is that disabled Americans have the same broad and complex ar-
ray of needs as all other citizens: In addition, integration of dis-
abléd people into the full, rich fabric of our national life means that
all aspects of life have to adjust and adapt in varying degrees to ac-
cept them and allow them to thrive: '

At this point in time, there are approximatély 250 local advocacy
programs for handicapped and disabled individuals -in the United States:

Similar offices exist at the state level in many states, as dcrgéverf

nor's committees for the employment of the handicapped. In addition to
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these agencies, federal law has mandated the establishment of protectlon
and advocacy agencies for developmentally disabled persons in each‘state.

An advocacy program has been developed in the Rehabllltatxon Serviktes Ad—
ministration to deal with a wide range ‘of issues affecting disabled citi-
zens. In other federal areas, the long establlshed work of the President's
Commlttee on Employment of the Handlcahped anda the moreirecently establlsh—
ed Archltecture, Transportation, and Communlcations Baxriers Compllan e

Board and the Office of Independent Living in the Department of Housing and

Urban Beéeiopment have significant advocacy functlons as part of thélr re-
spon51b111t1es. . . }

It is s1gn1flcant to note that these examples of government advo-

cacy programs vary widely in the type of advocacy they provide, whom they

serve; the issue areas they focus on, the powers they have at their dlspos-
al; and the structure in which they are housed. Space does not allow for

an in-depth description and comparison of these various federat activities.

Specific descriptions of these programs cain be obtalned by requestlng them
_.from the Office of Special Educat.ion and Rehabllltatlon Services, U.S. De-
partment of Education, Washington, D.C. "~20001.

The Rehabllltatlon Act Amendments of 1978 further .mandate.the ex-

tension and expansion of advocacy activities and programs for dlsabled in-

dlvrduals., This Act, among other things, provxdes for the expansion of the

cltent ‘assistance programs - from‘the Status of demonstration Programs to ac-
tual programmatic activity. Title VII of the Act provides for the estab-

lishment of independent lIVIng programs, as well as protection and advocacy
- programs for adult disabled individuals in the broad rehabilitation system.

Title VII advarnices the Concepts and phllosophy inherent in dlsablllty advo-
cacy and permeates many of the service programs within the publlc ‘and pri-

vate programns.

bring their conscious and unconscious attltudes, biases, and feelings with

them into the execution of their duties. Therefore, it can be fairly stat-

ed that government _ 1Lself can have and does exhibit attitudes towards is-
sues, problems, and people.

~5L Government, it must be remembered, is comprised of people who

«

- ‘ damentally dlfferent ways for fundamentally different serv1ces, the advo-
cate has to be acutely aware of what the attitudes of officials and policy-
makers are in regard to the &isabled community. It is ‘in this regard that
consultatlon within government on the part of the advocate beécomes critical

This consultatIve process is the most basic and constructive way for the

advocate to address misconceptions and prejudice stemmlng from personal be-

liefs which influence policy.
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The  "Politics of Impotence"

Thé éiéablea Community tcaéy is stlil an extremely fragmented

community beset by major problems. tlke other minority groups before
"it, it has begun a slow, but deilberate, movement towards involvemént in

the American polltlcal process: To date, most of this effort has been

<o nonpartlsan 1n nature, and it has been divisive and educational. Part

of the divisiveness is understandabierand predictable. It is part of a
syridrome I call the "politics of impotence,"” and history abides with too -
many examples to list here:,

The basic causal factors underlylng thlS concept of the "pOllthS

of 1mpotence" deserve to be identified. They are essentlally manifesta-

tions of the naturai instincts of a group of individuals who, in differ-

ent ways and for different reasons, have been systematically cut off

from ‘the mainstream of society. As they have gained a measure of con-
trol cvex their own ilves, they have had to confront a society and world

that seems both alien and hostile to them and their needs. Simulta-—

neously, they have been dramatically affécted through the media and in
other ways by the other contemporary civil rights movements: The aims

are all basically the same - justice, dlgnlty,Vselﬁ-determxnatlon, equai

opportunlty.d’ The difference has been in the level of optIons and op-

portunltles available from chlldhood ofi to disabled smericans. The dif-

ference has also been the difficulty in utilizing psychological self-

help devices stressing commonalities such as age, skin color, back-
' ground, and sex as a source of unity and prlde. Combine these with sys-

tematic segregation, and the end result has been a preoccupation with
theory and rheétoric at the expense of organization and action in the

larger society.

Conclusion

Desplte thls,ithe signs are clearly ev1dent that at long last

dlsabled Americans are realizing that they must take the initiative and

1nter3ert themselves into the mainstream of American polltlcal life in
order to attract the kind of responsiveness and action they want from
government. :

I maIntaln that this evolutlon 1nto pOllthS is 1mperat1ve, inev-

itable, and now underway.’ As it develops, so will the authority and im-

pact of the advocates in government. Most 1mportantly, theVSOCIal fab-

ric of the United States will change and embrace one more group of her

forgotten people--Americans with dlSabllltleS. ,

Qo ' ’ ) \
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V.
People Wiiﬁ Dlsabl“ ies:

- Coming Together <«

Internationally

We have looked at a variety of
modéels and issues in consumer
partlclpatlon from severai
natlonal perspectlves. Now we
Wlll discuss consumer
participation Interﬁationaily.
Several questions arise
immediately. Can the leaders
in the disabitity movement

look beyond their own

. national models; philosophies,

. and prIorItles to work

,tcgether on 1pternatlonal

dlsablilty concerns'> What
being of major concern to._
disabled people worldwide?
What type of organization and
philosophy can disabled people
from all oyer the world agree
upon?
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DISABLED PEOPLE: COMING TOGETHER itd'iiéiiﬁATioﬁAtt?

5

Kathleen S. Mlller, Consumer Part1c1patlon PrOjeCt DIrector

Un1vers1tj Center for Internatlonal Rehabilitation, United States

) "Vegetables of the world unlte" doesn't sound 1like the rallylng
cry of an international organlzatlon of disabled people--but it was.
It became a symbol to the disabled people who attended the 1980 World o
Congress of Rehabllltatlon InternatIonal In Wlnnlpeg:—a symbol of the
attitudes that disabled people everywhere are still battling. Some-
thing happeried at that meeting that has never happened before; an oxr-
ganlzatlon was formed as -a result of the- activism of the disabled people
at wlnnlpeg that aspires to be the largest cross—dlsablllty organization

in the world.

Whatrhappened° On the first evening of the Worldféongress,VMon-

day evening, COPOHisponsored an international exchange. that was atténd—

ed by over 300 p??E;?,YEth disabilities. The purpose of th1s eting
was to share informat;on about the activities: of people with 3 isabili-

ties in the various countries. People with dlsabllltles from Sweden,

Canada, Denmark Zimbabwe, Finland, the,Netherlands, Hong Kong,rqapan,
Israel; India, and South Africa spoke about the situation in their

countrles .

The three-hour meetlng developed 1nto an awareness session.

after listening to descriptions of national structures for the involve-
ment of disabled people, legislation for d1sabled people, and the inde-

pendent living fiovement, everxyone llstened to a d-sabled,person from a

developlng country describe the situation of his friends having no

wheelchair$ and having to crawl as a means of mobility. Every d1sabled

person in that room became aware of the dlverszty of situations and
ideologies that face disabled peosple in the world.

(for peoo]e from developIng and developed countrles) was energy, enthu—
§iasm, action! Henry Enns and Allan Simpson from the Canadian Coalltlon

of Provincial OrganIzatzons of the Handicapped have Summarized the -,

everits leading up to the formation of a world coalition of persons Wlth

d1sab111t1es, Disabled Peoples -Intexrnational, in "Decade of Destiny of

L »

and for Handicapped People:"

The aIr was pregnant with expectatlon. A tremendous roar
fliled the Convention.Centér in Winnipeg, Canada that Mon-
day evenlng, June 22, 1980.. The question was repeated'

"Do I hear Vou say you want a world coalition of citizens

with disabilities?" Thé unanimous response came back ;

echoing to every cocner of the wOrld Congress o?igehablll-

tation International--"Yes. The some threerhundred handi-
capped delegates who were gathered there from all parts of

Vet
s

.
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the globe had a sense of their own destxny.i They wanted

to ‘proclaim thelr rights, as.citizens, to an equal V01ce

in the decision making of services, the p01101es and- pro-

grams that affected them. .
A delegate from the United States articutated what was on every

participant's mind:

< "X hope this meeting and this week will mean that we can
start now making the linkages and planning the coalition
of the world of dlsabled peopie and 1nterpatlonal exchange
visits of dlsabled people-. That we can start now Elannlng
for information and prograﬁs to build an integrated world
and a society in°which all people are equal in sharing the
rescurces of this WorId. . And there are no developed and )
“underdeveloped znd no pr1v11eged and nonprivileged soci-

eties as we have now.

¢

steerlng committee was organlzed to prepare a baslc strUCtufe'
for an organization.: COPOH Gistributed a daily newsletter to communl—

cate the disabled perseﬁ s point of view about the congress. Updates

were glven about the coalition's steering commlttee and general ogganl-

zational plannlnd sess10ns, as well as recognizing ficndisabled partici- .
pants of the tongress who indicated support (or nonsupport) of the-phi~

losophy of the coalition. On Wednesday, June 25, a. second meeting of
dlsabled peopie was organlzed to discuss the proposais deveiaped by the

| steerlng committee. Henry Enns from Canada was chosen as the chairman

[ gy
and Bengt Lindgvist was chosen_as v1ce-cha1rman. Sweden offered to

fund most of the organlzatlonal expenses. The steering committee Con- -
sisted of Mr. Enns, Mr. L1ndqv1st Jim D= ksen from Canada, Jo%o Ferreira

from Costa Rica; R. Jabbar from Indla,rT. Komorl from Japan; and

Joshua Mallnga from Zimbabwe.. The following is an excerpt from that

' evening's repdort as unanimously passed by the attendees. . ~

1. Nane ofibrgan;zatlon4 Worid Coalltlon of PersonSAWLth
Disabilities*

7

v ’ The words "disabled" and "handlcapped" will be used
1nterchangeab1y . However, each word has a dlfferent

@ ' = A

emphasis. "Disabled" refers to the phyS1cal cr menta1
limitation, while "handicapped" refers to the_interpre-

tation and iimitations put on by Society as a result

of the dIsablilty. "Handicap" also.ﬂncorporates the
component of equalization as in a horse race.

v

*The rame has. been changed to Disabled Pedples' International.

:H‘
b 4
<
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Membership and Definitions

The membershlp 1s open to all organlzatlons "OF" handi-

capped people. ThlS means ‘that .the decisive control of

the organization should be in the hands of the handi-

capped. Decisive control means a majorIty of the gov-

erning board or council as well as the general member-—
ship be handlcapped.

“

The definition of handIcapped in this case would in-

clude phVSIcai and mental disabiltities. In the case -

of the deveiopmentaiiy disabled, it could also include

the pa-~ents or other advocates. Further criteria for

membership wxii be developed by the steering committee
and established at the first annual meeting of the or-

ganIzatlon.

Philosophy and Purpose

The Wqrld Coalition of Persons w1th Dlsabllltles should
be base¥ on the philosophy of egual opportunity and
full parfticipation of handicapped péople in all aspects

of society as a matter of justice rather than eharltj.
It should be based on the principle of integration.

This means that all servicés in the community, such as
transporfation, housing, employment education and rec-
reation, be made accessible for handlcabped people as a

matter of rlght., It is 1mportant that recognItIon and

ple. Hand in hand w1th thlq pr1n01ple is the emphasis

that handlcapped people have an equal respan51b111ty

with the rest of society: Ti.is means that the expec—

tations to finad employment,rseek training and organlze

thelr own 1ndependen+ situations be accepted as "nor-
mal.

ab-ndoned and handlcapped peop.e are expected to ful-

fill alil the obligations of the adult role in varying .

societies: Furthermore, the philosophy of ‘the organi-
zations should be to strive towards unity among handi-
capped people and their organizations worldwide and to
encourage mutual cooperation;, assistance and under—r

standlng among all people. The organlzatlon should be
nizations in the developlng countrles and in developlnr
self-help efforts  in theseé countries. The coalition

should be firmly committed to thé principle that handi-

15;
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capped peopie are their own best spokespersons. There-

fore, the organization should be made up of ‘organiza-
tions "OF" the handicapped rather than ' R“ the handi-
capped The control of .aandicapped péopie is not meant
to be exclusive. It should be the philcéophy of the

organxzatlon to work with all persons and organlzatlons

to improve the 11V1ng conditions of handlcapped people

around the world - particularly in the so-called "third
worild" countries.

Goals and Objectivéé

a. To prov1de a forum for exchange of information and
personnel 1nternatlona]1y, particularly qualified
handicapped advisors in programigeyeiopment such as

employment,7transportatlon, education,; housing and
technical aids, ete.

1nternatlonal level,; particularly keeping in mlnd

the developing countries:

grams and services affectlng handlcapped people

and to work for changes in a constructive manner,

clearly pInpoxntlnc weaknesses and gaps and pro-
viding atternatives.

d: To stimuiate the creatlon of organlzatlons "OF"

handIcapped people all over the world, partlculariy

in the developing countries.

e: To promote solldarlty on a worldwade scale; ha*tlc-

ularly keeping in mind the developing countries.

f. To be partnérs in plannlng and dGCISIog—maklng in
all servicés affecting the lives of handicapped
persons.

g. To prov1de a vehlcle for pubI_c education concern-
ing handlcapped people at an international level.

h. To provide a vehicie for "self-help" for handi-
capped people.

Mandate. of Steering Committee

To ‘ensure that continuing steps be taken to “nyelop a

faned |
ot
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world organization "OF" handicapped people. This would
include thé following: :

a. To draft a constitution

b. To plan and organiZe a worid conference in 1981,

IYDP. The conference would have a two-fold purpose:

i) To create a qatherlrg of handicapped people
during the Internat;onal Year of Disabled Per-
sons 1981, simiiar to the Women's Year in
Mexico.

2) To §téf£ the world coalition.

Situatlpn of the handlcapped in the developlng coun-

tries in program planning end seeking funding.

c. To make contact with othér organizations of handi-

‘capped persons on both national and international
levels.

3. To explore all possible sources of funainé and
other resources to start the organlzatlon. It is
important to have representatlves f;oyigiiicoun-

tries. ‘It is important to make this possibile
financially.

e. To research and explore relationships to other in-
térnatiOnal organizations.

f. To be the vehicle of negotlatlon with Rehablllta-
tion InternatlonaI and the Unlted Natlons concern-

9

‘Relationship to Rehabilitation Intétnétionéi

We compilment Rehab111tat101 Internatlonal for maklng

possible the vehicle for the formulation of the world

coalition: We look forward to a working relatlonshlp

with them, keeplng in mind that as a consumer - organl- N

zation we have a particular perspectlve to add to thaf ’

planning of rehabilitation services. Also, it is zm—

portant to our organization to ‘keep in mind that we

are concerned with a much broader range of services

than rehabilitation - Services such as transportatxon,

employment, accéssiblity, educaticn and housing do not

-y
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fall under the umbrella of rehabllltatIon services. A

mandate has béen given to the steering committee to
explore future relationships with other international
organlzatlons and bring a report to the “irst world
conference of the coalition:

Before the congress adjourned, an international organization of

disabled people had begun: The steering committee had expanded and now

included representatlves from Argentina; Canada, Costa Rica, Sweden,

Ireland, zimbabwe, Bahrain, Japan, Australia; United States, Singapore,

and Mauritania: In October of 1980 the steering committee mét in Dub-

1in, Ireland the constitution was developed,; the name was_ changed, and

a conference was proposed to be held in Singapore late in 1981. The

meeting in SIngapore will be the first meeting of the Disabled Peoples

Internationait: The steering committee met again in February 1981 in
Berkeley,; Caitifornia, U.S.A. arnd continued planning the conference.

disabied people too dependent upon the specific s1tuatlons in each coun-

Just another organization? Are the rlghts and part1c1pation of

try for there to be any common models? Is this just another one of

those organizations for people to organlze, promote, tire themselves
out,; and then leave? What does a person from a Canadian disabled group

that is fighting for integration of transportation services have in
common with a person from Ziiwbabwe who watches his feltow disabled peo-

ple crawl because théy have no wheelchairs? what can such an organiza--
tion do? :

organlzatlon of Dlsabled Peoplesf Internatxona have asked themselves

these quéstions. Although they may not have the. answers vyet, they do
have an interest, and a commitment. No mattér what part of the world

you llve in, how active you are, or how 1ntegrated into soc1ety dis~-
abled people may be, a disabled person never stops trying to improve

Situations for other disabled people.

Many local-level disabled consumer groups spend months worklng

on the very basic structures,.philosophies, and issues that face their
organlzation. nse fact that these basics were resolved in two daYSVIH

WlnnIpeg by five people representing diverse cultures demonstrates the

sort of commitment that each person who atténded the meetings of dis-
abled people in Winnipeg has for betterlng the lives of people who are

tike- them. One could not attend the meetings, read the newsletters,

and listen to the hopes without Feellng much closer to disabled people
in other countries--and changed.

ey
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Appendix A

THEIR ORGANIZATION

'CONSUMER GRQUPS.

OCONSUMER GROUPS: ' THEIR ORGANIZATION AND FUNCTION, Ron Fhandran Dudley,751ngapore

*TRADE UNION PARTICIPATION, Liam Méguiré, Ireland

;3PARTICIPATION OF IMPEEEENTATTON AND MANAGEMENT OF

REHABILITATION SERVICES, Pieter J. Blommestljn, Nétheriands

'POLICY ISSUES IN.

‘CROSSROADS CARE ATTENDANT SCHEME TRUST, Dr. Richard Hudson- Evans, England

K B, A 4
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At

*HIGHER EDUCATION OPPORTUNTTiES Kaitie Ko6nkkdld; Finland

DEVELOPMENT OF THE

SERVICES, Ken Davis and Jamé . Woodward, England ' _ S
sép)”f-:.

OTHE INFLUENCE OF THE HANDICAPPED .BY MEANS OF THEIR OWN ORGANIZATIONS Bruno Landstedt,
Sweden

Jim Derksen, Canada

*FROM CHARITY TO INTEGRATION: A NEW FUTURE FOR PERSONS WITH DISABILITIES, Edward V.
Roberts; Urited States
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List of Presentors *

Mr; Pieter J: Bicmme§§}jn

Head of the Directorate of 0Olad

Age Policy and SOCIal
Rehabiltitation
Ministry of Cultural Affairs,
Recreation and Social Welfare
Postbus 5406

2280 HK Rijswijk, Netherlands

Dr. Frank Bowe

651 Peninsula Boulevard
Woodmere, Néw York 11598
(Dr. Bowe is the formex

of the Amerlcan,Coal;tlon of
Citizens with Disabilities.)

Miss Barbro Carlsson
Consultant on_Handicap

The National Board of Educatlon
S-106 42 Stockliolm, Sweden

Mr. Ron Chandran-Dudley

Vice President

Rehablllfatlon International

10 Loke Yew Street

Singapore 0617

Mr: Jim Berksen

Executive Director

Coatition of Provincial
Grééﬁizatlons of the Handlcapped

B19-215 Garry Street )

Winnipeg, Manitoba R3C 3P3, Canada

Ms. Eunice Fiorito

Special Assistant to the
Commissioner

Rehabilitation Serv1ces
Administration

330 C Street, S.W.

Washington, D.C.

)

20201

Dr. Marianne Fritsch, Director
Senator Neumann Heim
Heinrich- von—Ohlendorff Str.
2000 Hamburg 67

Federal Republic of Germany

20

Dr. Donald E. Galvin, Director
Univeérsity Center for

N Internatlonal Rehabilitation
Mlchlgan State Unlver51ty

East Lansing,’ Michigan 48824

Mrs. Linnéa Gardestrom, Director

Statens Handikapprad
Regeringsgatan 67
Ss-111 56 Stockholm; Sweden
Pr: Richard Hudson-Evans
12; Manor Green
Stratford-upon—Avon,i

(Dr. Hudson-Evans is the”founder"
and trustee, Crossroads Care
Attendant Scheme.)

Mr. Per-Olov Kallman

Representatlve:

The National Assoc1atIon for
Disabled Children and Youth

Dav1d Bagares Gata 3; 4 tr

111 38 Stockholm; sweden

Mr: Kag;iﬁgggiKarlsson
leeiPre51dent
Central Committee of the

Organlzatlons of the
Handicapped in Sweden
Norrtullsgatan 6 4 tr
113 29 Stockholm, Sweden
(Mr. Karlsson is also pre51dent
of the NatlonalfAssoc1atlon of

the Deaf in Swedeéen.)

*Titles and addresses of presentors were current as of June 1980.
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Mr. Kalle Konkkdla, Representative

The Educag;onal Organization of
the Disabiled
Weckselint: 8 A 4

SF 00150 Helsinki 15 Flnland

Mr. Brunc Landstedt

Executive Director

The Swedish Association for
Neurologically Disabled

David Bagares gata_3

111 38 Stockholm, Sweden

Mr. Bernard Le51gne, Admlnlstrator

Group for the Integration of the
Physically Dlsabled

98, Rue de la Porte Jaune

92210 Saint Cloud, France

Mr. Benqt Llnqulstli?%eéiaehE

swedish Federation of the

_ Visually Handicapped
Sandsborgsvagen 52

122 88 Enskede, Sweden

(Mr. LlnquIst is also president
of the Central committee cf the

Organizatlons of the Handicapped
in Sweden:)

Mr: Liam Maguire, Chairman
Irish Wheelchair Association
Aras Chuchulsin

Blackheath Drive _ _
Clontarf, Dublin 3, Ireland
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Ms. Kathleen MIiier
Admlnlstratlve Assistant

University Center for

Internatxg@ai Fehabilitation

Mlchlgan State University

East Lansing, Michigan 48824

Mr. Edward Roberts, Diréctor

Department of Rehabilitation

State of California

830 K Street Mall o

Sacramento, california 95814

Mr. Jchn Simkins, Chairman

Action for Résearch into Multiple
Sclerosis

4, Parsonage Lane

Bishops Stortford

Hertsfordshire, England

Mr. Aiian éimpson;rghaxrman

Coalltlon of Prcvxncxai
Organizations of the Handicapped

B19-215 Garry Street

Winnipeg, Manitoba R3C 3P3, Canada
Mr. James I. Wéodward
Developr:nt Officer
National -esociation of
Disable. . 11" Information and
Advice " rvices o
€ressy Fi #.-ilfreton-Derbyshire
England



UER -

UmversntyCenter ) -
for International Rehabilitation

University Center for International Rehabili-
tation ( UCIR ) is located at Michigan State Uni-
versity and is funded by the National Institute of
Handicapped Research, U. S. Department of Edu-
cation, Washington, D.C.

The Research, Informatlon and Educatlon/

fralnmg Divisions of UCIR work together to make

international information available and useful to

domestic rehabilitation: Information which is as-

sessed as highly relevant; is disseminated

through media, formal traumng of graduate stu-

dents, and nonformal training such as workshops

and seminars:
UCIR is especially interested in exchangmg in-

‘formation with other countries regarding:
Programs and services that help disabled

people to live more mdependently

- Implementation of the new functional as-
sessment scale of disability maasurement de-
veloped by the World Health Organization

. The participation of handicapped people in
the rehabilitation process

. Behavioral characteristics and envuronments

assocuated ‘with individuals who successtully’

cope with dlsablllty )
. Barriers to the |mportatlcn of technological

devnces L
. Educational resources for the development of

rehabllltatlcn and special education curricula

Other aspects of the UCIR program mclude the
award of graduate assistantships o U. S.and
foreign students pursuing dagrees in rehabili-

tation and related studies,at Michigan State Uni-

versity, a course series w:th internships in inter-

national aspects of rehabilitation and technical

assistance to foreign universities in program de-

velopment and faculty training.

Donald E Gaivm Ph D., Director

University Center for Internatlonal Rehabilitation
Michigan State University

.East Lansing. Michigan 48824

517-355-1825
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Rehabilita t on International®

. Rehabilitation International is a federation of

115 orgénlzatlons and agencies carrying out pro-
grams for disability preventlon and rehabilitation.
The members are locatéed in 64 countriés, and 8 in-

ternational associations are also affiliated.
The world body, foundéed in 1922, has its head-

quarters in New York and operates detached sec-

retariats for various specialized functicns in

Bombay, Cologne, Copenhagen, Pittsburgh

Stockholm and Vienna. The Rehabilitation Inter-

national Informational Servuce distributes from

Heidelberg, and there is a Spanish-language sat-

ellite in Mexico City. The International Rehabili-
tation Review is published quarterly in New York

and the Intemat:onal Journal of Rehabilitation

Research is pubiished in the Federal Republic of

Germany:

Rehabilitation Internatlonal malntalns offuc:al
relations with the United Nations Economic and
Sébiéi Cbthii the W'o'rl'd Héélth Or'géh’izati'o'n,

UNICEF; the Organlzatlon of Amerlcan .)tates B

and the Council of Europe. It provides the secre-
tariat for the Council of World Organizations Inter-

ested in the Handicapped, a coordmatlng body of

- 40 tnternational organizations working in the field

of disability prevention and rehabllltatloh
The principal activities of Rehabilitation inter-

national =nd its subsidiary bodies are to assist in

and supj:ort the development of organizations

and prog:amns for dlsablllty prevention and reha-
wilitation, ‘o assure an effective international ex-
'*l‘ange of information for this p:urpose; to encour-
g the improvement of nationw! legislation in its
‘izid; to organize international i« hntical meetings
= «.7 world cong:-esses; and to gl"C. or stimulate

echrical mmstance for projesis i!ated to its pur-
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