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Editor's preface

The "Resource Kit for Independent Living 1992" is afirst attempt. Its purposeisto
illustrate some of the possibilities such akit can offer and to show the direction in which it
can develop.



The resources presented here represent avery limited and biased sample of all the
materiasthat exist. Limited, because we had very little time and money in the production;
biased, because we are not aware of all groups/organizations, and finally, only a small
percentage of those asked to respond supplied us with information.

The Independent Living Movement and its ideology exist in many more countries than
are represented here. For thisissue we received hardly any material from outside North
Americaand the United Kingdom. In the future, we hope to have resources to be able to
trand ate and edit texts from and into other languages.

The aim of the "Resource Kit" is threefold:

® to empower disabled individuals and organizations of disabled persons by
providing them with easily accessible information on Independent Living
philosophy and approach, model projects, and sources of technical assistancein
organizing grass-root initiatives,

® {0 serve as a handbook for professionals working in such areas as community
planning, socia policy and services, rehabilitation, and vocational training,

® toad NGO'sin their disability work and to inform potential sponsors about the
innovative approach that Independent Living entails for the equalization of
opportunities for persons with disabilities.

Present plans are to update and publish a new issue of the "Resource Kit for Independent
Living" every third year. We hope that there will be more and more people with
disabilities from a growing number of countries joining the Independent Living network,
that we will start new projects, expand into new areas, produce more documents and find
new and better tools to empower ourselves.

In this sense we hope that any edition of the "Resource Kit on Independent Living" will
be outdated as soon it is printed.

April 1992
for the Independent Living Committee of Disabled Peoples' International

Adolf D. Ratzka, Ph.D

Institute on Independent Living,
PetersensVéag 2

127 41 Stockholm-Skarholmen
Sweden, Fax 46 8 740 4500

e-malil ratzka@independentliving.org

Thisisareprint of an old article in "Psychology today", for aflavor of the original CIL,
Center for Independent Living.

Declaring independence in Berkeley

by Sonny Kleinfield



At the Center for Independent Living in Berkeley, California, one encounters the
revolution in microcosm. From a crowded storefront, disabled people of al kinds agitate
in the community for better jobs and housing. They also apply their talents to finding
ways to help one another.

They make revolutionsin Berkeley. Thisiswhere the Free Speech Movement and the
People's Park struggles found their momentum. The hotbed of liberal fervor. In more
recent years, something new and positive has been happening here. People with
disabilities were clanking into town and living independent lives. The reason for al the
action, | was told almost reverently, was the Center for Independent Living.

The center crouched low on Telegraph Avenue. It had the look of alawn-furniture store
from the outside, an unlovely affair with walls splashed with white paint, wedged
between Pancho Villa Mexican restaurant and a small parking lot. With a staff of 120
people, half of them disabled, the center now serves about 5,000 clients on an irregular
basis. Every conceivable degree of disability is handled, from the elderly who have mild
mobility problems and need to be bused, to the totally paralyzed.

| walked inside. There was an imploded look to the place. Some individualsin

wheelchairs jostled aong the hallways. Several people at the reception desk were hugging
phones and talking animatedly. The white hallway walls were scuffed from wheelchairs
whacking against them. They resembled retaining walls at auto racetracks, dirtied from
cars slewing out of control. From an open office | heard a young woman, progressively
going blind, tearfully unloading her problemsto a counselor. | checked out some of the
many notes thumbtacked to cork bulletin boards in the corridor. One read: "Disabled man
seeks companion for headtripping, studying together, Scrabbles, etc. Ray". Another: "For
sale, one chrome wheelchair. Used for three months. $100. Call Peter." Another: "For
sale. 1977 Dodge van. Built to drive from awheelchair. Low mileage. Like new. Price:
$10,000. Call Mike." Another: "Self-defense course. Become familiar with your own
areas of strengths and weaknesses and how to apply these to self-defense techniques. The
course will concentrate on using canes, crutches, and wheelchairs astoolsin
self-protection. Starting March 6." If you were disabled and needed help, this seemed to
be the place to come.

The mover and shaker behind the center was an outspoken and vigilant man named Ed
Roberts. In 1962, Roberts, a postpolio quadriplegic, became one of the first severely
disabled students to attend the University of Californiaat Berkeley. Not only was Roberts
using awheelchair, but he also needed to spend most of histimeinside aniron lung. He
was put up at the Cowell Hospital on campus. Within a couple of years Cowell became a
haven for a dozen seriously disabled studentsin what had turned into aformal program,
the Cowell Residence Program. The patients, however, found the hospital custodia in
nature. They rarely ventured off campus into the community, the main reason being that
the community was architecturally inaccessible to them. A unity developed, with adim
sense of purpose. They began to entertain the selfish, ambitious hope that they could get
out of the hospital and live like non-disabled folks.

They decided to whip up some aternative to the Cowell arrangement. With funds from
the federal Office of Education, they created a Physically Disabled Students Program in
1970. It was a sharp departure from past practice in medical and rehabilitation fields. The
notion was to assume a hostile approach to society's limitations and to set up services
directed at getting people with disabilities to live independent lives. The philosophy of the
nine founding members was: these who best know the needs of persons with disabilities
are the disabled themselves, comprehensive programs are urgently needed to meet those
needs; disabled people must get out and get into the community.



As the founders began to sculpt and implement programs, they found the disabled student
population steadily swelling at Berkeley; more and more of these students began to move
from Cowell into the community. Requests for help rose at an astonishing rate. Rarely
were pleas turned away, even when they came from nonstudents. By the spring of 1971,
the amount of time devoted to community people began to impinge seriously on the
program'’s ability to meet the needs of students. Thus was hatched the idea of a separate
Center for Independent Living to serve everybody.

The particulars were hammered out for more than ayear. The group was officially
formed in April of 1972. A roach-infested two-bedroom apartment was found with haste
on, appropriately enough, Haste Street. The organization had one nagging problem: no
money. Dollars were dug out of personal pockets, some benefit poker games were
arranged, but not until July of 1972 was the financial squeeze settled. The Rehabilitation
Services Administration produced a grant for $50,000, enough to tide them over while
other funds were secured.

Jerry Wolf, who use awalker to hobble about because of the effects of multiple sclerosis,
coordinates the housing department. He was my first stop. The purpose of Wolf's
department isto act as alisting agency of accessible housing for persons with disabilities
and an advocacy group to prod landlords into making their housing accessible. The
formidable hurdlesit faces were in black and white on atattered map of Berkeley tacked
to the wall behind Wolf's desk. Shaded-in portions represented accessible housing. That
meant six or fewer stepsto get in. Most of the town's perhaps 90 percent was unshaded.
One reason was that aramp to surmount just six steps could cost as much as $1,000.

"The genera vacancy ratein Berkeley isjust 1 percent,” Wolf said to me. "Finding
wheel chair-accessible places cuts the supply down quite alot. Anyway, rents are usually
too high. They've gone up agood deal lately, so that atwo-bedroom is $200 or up.
Finding a studio under 150 bucksis afeat of magic. We keep lists of people looking and
try to arrange roommates. That's the only way some of these people can afford to put a
roof over their heads." Wolf pointed out that although persons with disabilities can apply
for housing subsidies, they're tough to get and insufficient as yet to keep pace with
demand.

Around 100 requests a month were streaming into the department, far too many to fill.
"One of the problems we have isthat Berkeley is being advertised as a Utopiafor
disabled people,” Wolf said. "But not enough housing is a available. People are literaly
flocking here from al over the country. They are landing at the airport and calling us up.
About once a month someone pulls up outside in ataxi with all his belongings and says,
'Here | am.' One person showed up with an assistant and we had to put him in a hotel.
His assistant |eft and he started asking bellhops to empty hisleg bag. The hotel kicked
him out. We finally found him a place with another assistant. People commonly show up
with no money. One guy hitchhiked here with his wheelchair."

Wolf shook his head. "The truth is, we're placing about eight to 10 people a month,
though sometimes I'm surprised that we place anyone at al." | wondered how successful
Wolf had been in convincing landlords to make the modifications that would render more
dwellings accessible to persons who have a disability. "Mixed success," he said. "A lot of
landlords are reluctant to do anything because they think ramps look ugly. Then again,
every so often we get acall from alandlord who wantsto rent to disabled people. He likes
them because the turnover tends to be low. One of the big problemsis that no one
provides money for modifications. We try charitable organizations and private
benefactors. We do get money sometimes, but not much. It's a case of twisting arms.”
New housing, under law, is required to set aside a certain number of apartments
accessible to persons with disabilities. However, the law is uselessif no housing is going



up. Berkeley hasn't seen any since 1972. Land is expensive; nobody is buying.

| walked outside and meandered through the parking lot to a cluster of garages. Thiswas
where the van modification and wheelchair-repair departments were housed. At the far
end of the garages was a shop where wheelchairs were fixed. "We can fix 'most anything
the same day," one of the men in the shop said. "Y ou go to many places and they'll take
weeks. Here, if we take any length of time, we have chairsto loan out so these people
don't lose their mobility." Eight repairmen work in the shop, three of whom ride chairs
themselves. The shop does about $10,000 worth of repair work a month. Wheelchair
frames break constantly. "We do awhole lot of welding work," one of the men said. "A
regular user may bein amost every week for repairs. These chairs are made terribly."

In asmall room off the chair shop toiled Vance Grippi, design engineer. Since latein
1975, he has been working to build the perfect wheelchair, a superchair. If he has hisway,
extant wheelchair manufacturers can go into the lawnmower business. His chair will be
the best. Taped on the wall was a gigantic artist's rendition of it. "Y ou know, nobody has
given athought to the mobility of disabled people," Grippi said, playing with a pencil.
"Nobody cares about building a better chair. Well, | care. Wetalked to alot of disabled
people and most of them were unhappy with what they were riding. The speed, the range,
the reliability, the flexibility. They really had no voice in what they needed. 'Here'sa
wheelchair,’ they weretold; 'takeit or leave it. Wheelchairs, understand, are their legs. We
started with a clean sheet of paper.”

He pointed out some of the features of the superchair. It will have a cast frame that will be
much sturdier. State-of-the-art technology will be incorporated. Grippi has designed an
electric system that he clams will be much more reliable than conventional system.
"Most chairswill go four or five miles an hour and 10 or 12 miles before the battery
needs charging,” he said. "Ours will go six miles an hour and 30 miles without charging.
We've got atotally solid-state system, rather than arelay system.”

The chair will be adjustable to handle any size person. With atraditional chair, you have to
pull the armrests out of the sockets and toss them on the floor to transfer out of the seat.

In Grippi's chair, the rests will pivot downward electronically. The wheels are sturdier.
And the chair is being constructed out of standard equipment that you can get anywhere.
For instance, it uses Schwinn bicycle tires and an ordinary automobile battery. Everest
and Jennings hasits own tires and batteries. The model is expected to be out sometime in
late 1980.

That night | ate dinner with Phil Draper and Judy Heumann - executive director and
associate director, respectively, of the center. Both are quadriplegics. The Chinese
restaurant was atiny, dimly lit place. A half-dozen young people were crammed into the
small room, their leathery faces and rumpled clothes blending with the dun-colored walls.
Because of its proximity to the center, the restaurant often was patronized by disabled
people, and so fellow diners paid us no particular mind. Draper used afork that was
strapped to hiswrist with an Ace bandage. But he could shovel food down pretty fast.
The wheelchair doesn't disguise Draper's owlish, rabinical bent. He speaks, not with
soapbox intensity, but softly, with an amost mournful tone.

| asked Draper and Heumann how they spent their time. "The administration of CIL
devotes most of itstimeto looking for money," Draper said unhappily. "It'sahard sell. It
shouldn't have to be that way. We're not eating the money. This is a damned good cause.
Y ou find me a better one." The center was operating on ayearly budget of approximately
$1.2 million, money extracted from about 25 different sources. "We have tapped every
conceivable source," Draper said. "One of the biggest problems is that we have no
permanent source for funding. So it's soft money. Most places fund for ayear and that's



it. Social-service programs have a high mortality rate."

| asked them how the movement was going. "One thing that's very important,” Draper
said, "isthe collectiveness, people working together. That's how they got their strength.
Activism isfound in only afew placesin this country. We need more involvement. Too
many disabled people are still sitting in their attics and reading old comic books. They've
got to start shouting." Heumann is a petite woman with a positive, earnest manner. Sheis
30. She was once arrested on an airplane for refusing to get off after she and her
wheelchair had been cleared to fly. She went to court and won.

"I think the movement lies in the hands of disabled individuals,” she said. "l am
concerned that not enough people understand the Independent Living program. One of the
reasons | think CIL is so successful is becauseit's run by disabled people. Our clients
have hope when they see other disabled people managing their own lives. | don't know
that the government is pleased that disabled people run these programs. Disabled people
need to be much more militant about this. | think the next few years are going to be
critical in the development of the movement. In a sense, the movement isjust beginning.”

Are more demonstrations needed? "More involvement,”" Draper said. "Just more
involvement." Heumann was crisp and downright. "We need more demonstrations. We
still have many scores to settle." The center's Law Resource Center ishoused in a
shopworn building across the street from the main building, and the next morning, | went
there to talk to the program's director. Mismatched desks and chairs and bookshelves
were spaced around the room. The floor was much scuffed up; track marks from
wheelchairs were plainly visible. Old Congressional Records and Federal Registers were
piled high on the floor. Coffee was percolating in a percolator. A spider plant was hanging
in the window.

The director of the law center, Bob Funk, is alawyer, one of two in the department. We
sat and talked in asmall airless room. "Our goal hereisto be a backup to alot of
community groups,” Funk said. "We're agitating to get disabled folks to be more
assertive. To have them know they can raise hell."

A good deal of what the office doesis to explain the laws and rights of disabled people. It
will aso file suits and negotiate settlements. Funk said three suitswerein court at the
moment, and six were about to be filed. Three previous suits had already run their course,
all successful for the center. He said he was trying to help about 160 clients at the
moment, the vast mgority of them complaining about discrimination of one form of
another. Funk rattled off some recent cases. Three local restaurants wouldn't serve
customersriding wheelchairs. A waiter at one of them flatly said, "We don't serve
wheelchairs." The second restaurant said it would serve the person if he sat in an isolated
walkway that joined the place to a coffee shop. The third place refused service because it
said the person was too disturbing a presence. He was in awheelchair folding out like a
bed. "He would be disturbing,"” Funk said. "But that's tough. That's the law."

Complaints were reaching the center about auto-insurance firms charging disabled people
30 to 50 percent higher rates than non-disabled people, though documentation makes clear
they aren't greater risks. Funk said a class-action suit was being readied against one
immense insurance firm. "We are clearly in the right in almost every case we get,” Funk
said. "They're blatant cases of discrimination. Not even subtle discrimination. They
haven't achance in court. Discrimination is such atraditional thing in this country that
these people don't even realize they're discriminating. We can't possibly lose most of these
cases. In fact, we're forced into court alot more often than we should be."

Funk laughed at the thought of how ridiculously simple most of the cases were. "What's



likely to happen isthat, at first, all of the cases will be blatant. Then, they'll get subtler and
subtler. People will get more sophisticated in their discrimination. Restaurants will refuse
to serve adisabled person, but say the reason is that he's rowdy or doesn't have atie on.
The disability won't even be mentioned. This happened with the civil rights movement,
and took 20 yearsto run its course. The same will happen with disabled people.”

Anna Steiner is a beautiful woman with raised eyebrows and poignant circles of pure
white skin around her eyes. Her only disability is abad case of arthritis. She'sin her 30s
and has an infirmity most people don't get until their 60s. She heads the center's
job-development program, which faces the awesome task of trying to get jobs for
disabled people. "Basicaly, we're a placement service," Steiner said to me. " Somebody
has to come in here with some education, skills, abilities that could be trandated into jobs.
We've had lawyers. We've had a person who was a missionary. We've had a talented
artist. We're mostly working with physically disabled persons, but we're expanding into
the mentally disabled ."

The program has a caseload of 125 clients, Steiner said. Since the program began in the
fall of 1975, the placement rate has hovered around 40 percent, she said, though it had of
late nudged up to 60 percent. She spoke of some unusual cases. A blind janitor had been
placed in anearby town. "This was one of the cases where | said, no way, there'sjust no
way for this one." The man told Steiner that he had experience scrubbing his father's
laundromat. He was totally blind in one eye and legally blind in the other. How would he
clean aroom? He said he would scout out the premisesin advance until he knew the area
by memory. How would he tell what was dirty and what was clean? He said he would
assume everything was dirty and clean it all. Steiner said that a man with muscular
dystrophy got ajob doing drafting for the Navy. The only necessary concession was a
lower drafting table.

"Wework alot with employers, too,” Steiner said. "Basically, wetry to advocate for
disabled peoplein general. We don't go in and say, "Hey, you're really stupid to have the
kind of attitude you have." We're subtler than that. We generally work with personnel
people, who are sympathetic, because they don't have to work with disabled people. Well
do whatever is needed to help the employers. We'll check out the work environment to
see what modifications are necessary. Welll help draft affirmative-action plans. We're
getting alot more interest from employers worried about the law."

Tanya Temporal, acounsglor in the research and demonstration project, sat on top of a
desk on thefirst floor, beneath the blind-services department. She was finishing a staff
meeting. Tempora counsels severely disabled people. The project sheisapart of hopesto
prove that peer counseling works better than any other kind. Her short frame and lean,
cheerful face belongsin California; her hair, wild and electric, looks finein Berkeley.
She'sin her early 20s, and prematurely gray. Her conversation is a stream of information,
a Niagara of words that, even so, somehow seems laconic. She smiles quickly and
steadily.

"One of the main thingswe do is emotional counseling,” she told me. "Getting people to
deal with their disability and to accept it. We have five part-time counselors, and each one
handles about 10 clients. We have a casel oad, altogether, of about 80 clients.” She talked
about her most difficult case at the moment: a 23-year-old girl with severe cerebral palsy
who was living in an institution. Her speech is extremely difficult to understand.

"I'm dealing with her on an emotional level,” Tanyasaid. "I'm not telling her. I'm
allowing her to discover. A lot of time werole-play. ‘Okay, here we arein your
apartment. | know you like to bowl. Let's go over how you'll set up a bowling
appointment. Who are you going to call? I've got to get her to demand to go out and do



things, not wait around for othersto ask. She hasn't really accepted her disability. She
views it as a burden that God has placed on her. She believes that by God's magic power
shelll recover some day. She's very religious. | try not to discourage that belief atogether.
| try to tell her, okay, for today you're not going to get better. What can we do today?"

Tanya studied human development in college. For 13 years, she has had rheumatoid
arthritis. She has no ideawhy she got it. She has no pain, but has trouble walking and
holding things. She occasionally resortsto awheelchair. "'l have accepted my disability,"
shesad. "l can't say | don't get angry when | drop something on the floor and can't pick it
up. But | don't let anger overtake me. I'm not going to paint the picture of the Super Crip.
Some people make it out that they're the Super Crip and it's wonderful to be disabled. But
you can still be awhole person, still be a happy person.”

| went next to another hive to chat with Lon Kuntze. He, too, isin hisearly 20s, abig,
broad-shouldered man with frizzy hair and abeard. Deaf since birth, he runsthe
deaf-services program. He nodded hello when | came by. Lynette Taylor, the center's staff
interpreter, was to assist in our interview, though she was preoccupied with some phone
calls. Kuntze suggested we begin by writing questions and answers on alegal pad.

"The biggest problem for deaf people," he wrote, "is, of course, communications. Deaf
people are the only disabled group that can't regularly use the phone.” The only way deaf
people can talk, Kuntze explained, is by use of what are known as TTY's. Basicaly old
teletypewriters that, by use of ajack, can be hooked to a phone line, they clack out in
written form what conversation is to be exchanged. They aren't cheap and they aren't
readily available, so even if adeaf person could get hold of one, he couldn't call very
many people. Some federal offices have installed them, as has the phone company at a
few of its service centers. One of the troublesisthat it's an agonizingly slow way to talk,
yet anyonetalking over aTTY pays standard phone rates. A popular deaf person can run
up staggering hills.

Lynette finished with her calls, and came over to interpret. Her mother was deaf, so she
picked up sign language early on. Kuntze was relieved; he was getting awriting cramp.
"Deafnessis adisability on the communications level, whereas other disabilitiesare on a
physical level," Kuntze said. "Deaf persons can't deal with people who don't know sign
language. The best remedy for the communications problem isinterpreters. The biggest
trouble isthere aren't enough interpreters, and there's no money for interpreters. They cost
up to $10 an hour. Most of them get $7.50. Court work costs $15. The money, from their
standpoint, isterribly low. It should be equal to foreign-language interpreters, who get
$15 to $35 an hour. That'swhy more interpreters haven't been attracted to the field. Deaf
interpreters ssimply don't get a decent wage.”

My last visit was with the community affairs department. Itsaim isto address
community issues and to inspire demonstrations when it senses the need. | spoke with
Kitty Cone, who has muscular dystrophy, and with Hale Zukas, whose cerebral palsy is
so severe that he has but limited use of his hands and can barely utter intelligible speech.
When he gets bogged down, he spells out his thoughts with a brisk tapping of the pointer.
The back of hiswheelchair sports a button reading: "ACCESS AMERICA."

Of late, the department had been working at mobility and architectural issues.
Thumbtacked on the wall were two immense maps, one of Berkeley and one of Oakland.
Black dots were inked in where ramps or curb cuts had been made. Berkeley looked
pretty good, but Oakland had along way to go before it could be called an accessible city.
"We are working quite a bit on transportation issues,” Kitty said. Hale began to struggle,
wanting to say something. | couldn’t understand his grunting. Saliva drooled down his
beard and onto his clothes. Kitty had to interpret. "Hale says, '‘Boy, do we work on



transportation. We're suing everybody in the world.

Paramount to all severely disabled peopleistheissue of getting around. For long
distances, matters have improved since the Federal Aviation Administration ruled in May
of 1977 that airlines can't deny seats to disabled individuals. It had ben common practice
for the airlines to boot disabled people off planes, contending that they might hamper
evacuation procedures should there be an emergency. Now, al airline personnel are
required to be properly schooled in ways of assisting disabled people. Several cruise ships
have started to take wheelchair travelers. The first ocean liner so designed, the Queen
Elizabeth 11, boasts nine staterooms that were made for disabled passengers. Thirteen
elevators are on the ship. Some of Amtrak's trains can accommodate wheelchair ridersin
certain bedrooms, and these trains offer accessible bathrooms. Stations are being built
barrier-free. Hertz and Avis have hand-control cars at some of their locations, and the
newer highway rest areas accommodate disabled people. For lodging, Holiday Innsis
making one in every 100 rooms accessible to the disabled popul ation.

Local travel, though, is something else again. Wheelchair users can't very well hop into
taxis. Subways, with the exception of the San Francisco, Washington, and Atlanta lines,
aren't available to the severely disabled. And no available evidence suggests they ever will
be. Elevators would be needed, and the cost is prohibitive. Public busses aren't much
better, since their floors are around 35 inches above street level. A protracted battle,
involving a spate of suits by disabled groups, resulted in an order in May of 1977, from
Transportation Secretary Brock Adams, requiring that busses with 22-inch floors-called
Transbusses-be produced by 1979. Twenty-two inchesis about as low as busses can be
made without having them scrape the ground when climbing hills or going over bumps.
The busses would also have to include ramps that would shoot out from underneath to
allow wheel-chair riders and mobility-hampered individuals to come aboard.

Disabled people, however, aren't exactly ablaze with enthusiasm over the Transbusses.
For one thing, the low-floor busses won't start rolling down city streets until 1981 or
1982, and a complete transition will take a good deal longer. The old busses must first
wear out. What's more, how are disabled people going to get from their homes and
offices to the nearest bus stops?

The center wasin the midst of a suit against AC Trangit, the biggest buslinein the
Berkeley area, for failing to order accessible busses, as required by a Californialaw, as
well as by the federal order. AC owns afleet of about 800 busses. As| talked with Kitty
and Hale, abig AC bus rumbled past. "Let usride your bus," Kitty shouted out the
window. Hale laughed loudly and nodded his head in agreement.

Another transportation issue had to do with BART (Bay Area Rapid Transit). One of the
three accessible subway systemsin the country, BART was planning to automate alot of
its stations by withdrawing agents and monitoring stations through closed-circuit TV. The
disabled people were aghast at the prospect. They sometimes needed help to pay their
fares, and if someone has an epileptic seizure or ablind person falls on the tracks, no
agent would be available to assist. The main issueis safety, though, since disabled people
fear that muggings and rapes would climb at an alarming rate. So Kitty and Hale were
orchestrating protests to pressure BART into abandoning the idea. Pickets and rallies were
being planned. "We don't want to badmouth BART, because they are accessible to us,"
Kitty said. "But thisjust isn't going to happen. No automation. Automation isfor the
birds."

Kitty then related a horrifying story that illustrated the inequitiesin the benefits system for
people with disabilities. A 27-year-old woman named Lynn Tompson who had muscular
dystrophy lived with an assistant in Los Angeles. Most of her medical expenses were



being picked up by Supplemental Security Income Payments. In general, Social Security
laws define a disabled person as someone who can't engage in "substantial gainful
activity." Such activity, according to these laws, is any enterprise generating an average
income of $200 a month over a nine-month stretch. That means, in effect, that someone
who can't budge a muscle below his chin, but who holds a job paying a mere $200 a
month, isn't disabled in the eyes of the law, and thusisn't eligible for the SSI program or
for Medicaid and other benefits. It's arotten system, disabled people agree.

Without paying staggering premiums, severely disabled people can't get conventional
medical coverage. The architects of the welfare laws plainly never imagined that severely
disabled people might earn asalary. Under current laws, they would have to either make a
pretty scant income and get benefits to help out, or else earn afairly hefty salary.

Lynn Tompson wasn't happy sitting in her apartment and rotting away. So she started
working as a dispatcher. Eventually, she worked her way up to an income of $500 a
month, hardly enough to meet al her bills by itself, but she was gaining some freedom.
Socia security people stopped in one day to check up on her and discovered her extra
income. She hadn't reported it to them. Her payments were immediately cut off. What's
more, she was notified that she owed $10,000 in back payments that had been made to
her. The only way she could live would be to go to a nursing home. Instead, in February
of 1977, she committed suicide. She left a note saying that her death could be blamed on
Socia Security.

One of the cruel ironies of the case was the fact that, unbeknownst to Lynn, California had
recently passed a measure allowing disabled people to draw medical coverage, aswell as
funds to pay for persona assistance, while they're working. The law established a
graduated scale so that, beyond a certain income, a person chipsin part of his expenses
and the state furnishes the rest. Disability groups are trying to persuade other states to
follow that precedent. "The tragedy of this story,” Kitty said, "isthat Lynn Tompsons can
be found al over the country. California has done something to rectify the benefits
problem, but what are other states doing? Disabled people must scream at their legidators
to start moving, because the laws are sending us to psychologica deaths.”

Early the next morning, | caught a plane out of San Francisco, leaving the center behind.
Beyond doubt, | had returned to the "real” world. | checked carefully the passengers
aboard my crowded United Airlines flight. Not o one was disabled.

Source: Psychology today

History of the
Independent Living M ovement

Power to the people
by April D'Aubin
Power to the people! A popular slogan - but how do you get from rhetoric to reality? In

Canada people with disabilities are giving power to themselves - personal empowerment -
through their activities in Independent Living centers (ILCs). Canadian ILCs are self-help,



non-profit, community-based organizations established and operated by disabled people
to assist themselves and others with disabilities gain and maintain control over their lives.
To legitimately carry the ILC name an organization must establish constitutionally that
people with disabilities make up at least 51 percent of the center's board of directors.

Personal empowerment, which stands as the main goal of Canada's ILCs, is promoted
through IL core programming: information and referral, peer counseling, individual
advocacy, service development capacity.

IL programming rests on the belief that access to knowledge and information empowers
individuals so that they can exert control over their personal lives. For example, a disabled
person who knows how to appeal the decision of her welfare worker isin afar stronger
position than one who believes her worker's decision isfinal. If contacted by a disabled
person experiencing awelfare problem, the ILC's Information and Referral program
would provide the consumer with information on appeal procedures and the Advocacy
Program, if requested, would assist the person make the necessary appeal. Through the
peer support program, which specializes in the area of mutual support activity, somebody
who has adisability can share her experience with others who have been in asimilar
situation. This provides disabled people with an opportunity to share their experiences
with othersin the community who can benefit from them.

Canadian ILCs engage in personal, as opposed to class action, advocacy assisting
individuals get around the old bureaucratic run-around. A center's advocacy coordinator
works with a disabled person to assist them cut through bureaucratic red tape and reach a
desired conclusion identified by the disabled individual. The advocacy coordinator
involves the disabled person every step of the way, as the program's goal isfor the
individual to learn to advocate on their own behalf. Centers seek to enhance disabled
peoples skills as self-advocates.

Class action advocacy, which involves such activities such as pushing government for
changes in programs and legidation, remains the preserve of the advocacy organizations
of disabled persons, affiliated with COPOH (Coalition of Provincial Organizations of the
Handicapped), Canada's DPI member. In Canada these organizations are referred to as
consumer groups. These organizations a'so monitor those who provide services affecting
disabled persons. Consumer groups have refrained from becoming involved in service
provision, becauseit isfelt that an effective monitoring organization cannot aso provide
Services.

Despite this separation of roles, consumer groups have always maintained a keen interest
in Independent Living. In fact, COPOH introduced the Independent Living concept to
Canadain 1980 when it invited Gerben DeJong, an influential American Independent
Living theorigt, to speak at its Defining the Parameters of Rehabilitation Conference.
Since that time both COPOH and its member organizations have been enthusiastic
promoters of the Independent Living philosophy.

Canadian IL Cs have banded together to form the Canadian Association of Independent
Living Centers (CAILC). Established in 1986, CAILC's membership currently consists
of the nine established ILCs operating in Canada. The Association's primary goal, as
stated in its By-Laws, isto promote and coordinate the devel opment of Independent
Living centers and services throughout Canada. It has as its objectives: establishing
standards, networking and information sharing, promoting IL, developing and clarifying
IL definitions, promoting IL research, supporting the self-help movement of disabled
persons, supporting staff training, and liaising with ILCsin other countries.

To facilitate the advancement of Independent Living, Canadians with disabilities have



adopted a national definition of an Independent Living center. The Canadian definition
states, "Independent living centers. promote and enable the progressive process of citizens
with disabilities taking responsibility for the development and management of personal
and community resources. Centers, while reflecting each community's unique character
will be: consumer controlled, cross disability, community based, nonprofit, promoters of
integration and full participation. Essential program components are: information and
referral, peer support, individual advocacy, service development capacity, e.g. viaresearch
and planning, demonstration programs, service delivery and coordination, service
networking, consumer monitoring (including such services as. housing assistance,
personal assistance, transportation, vacation relief, technical aid loans)." This definition
has been adopted by centers, themselves, and by COPOH.

The future looks bright for ILCsin Canada. Recognizing the importance of ILC's new
brand of service delivery, the federal Department of Health and Welfare has begun to
fund centers operations. This recognition by the federal government stands as an
important milestone for the IL movement in Canada. Centers have been seeking similar
recognition at the provincial and community level. Centers have been promoting the idea
that ILC essential operational funding (i.e. rent, salaries, equipment, supplies, etc.) should
be met according to the following formula: one third community support, one third
provincial government support, one third federal government support. Foundations,
income generating projects, donations, contracts, etc. are additional sources of revenue.

Many challenges still face ILCs, but centers are prepared to meet these. In the very near
future Canadian ILCswill be dealing with the development of evaluation procedures, staff
training programs, income generating projects, and the like. To address these concerns,
Canadians in the Independent Living Movement are beginning to reach out to those
involved in IL in other countries. It isfelt that by networking internationally IL will be
strengthened both here at home and around the world. Canadian centers look forward to
learning through DPI's work different IL approaches that have been tested elsewhere.

Source: COPOH, 926-294 Portage Ave, Winnipeg Man R3C 0B9, Canada.

Divisionsin the disability community
by David Pfeiffer

Within the community of disabled personsin this country there is a division between
those concerned with civil rights and those concerned with service delivery. On the one
hand, there is the Independent Living Movement which is a necessary fact of life for
disabled personsin this country today, whether or not they require the services of an
Independent Living center. Thereis also the Disability Rights Movement whichisa
necessary for disabled persons in this country today, whether or not they face civil rights
violations. Although there is an overlapping membership, persons who identify with the
Independent Living Movement are concerned with the provision of servicesto disabled
individualsin order to make them truly independent. They say that without transportation,
income, housing, and other necessities, disabled persons cannot be in a position to work
for civil rights. Persons who identify with the Disability Rights Movement say that
services will never be consistently and adequately provided until the civil rights battleis
fought and won. The differences can be illustrated by an example. If a disabled person has



ajob, but no transportation to that job, a person in the Independent Living Movement
would assist him/her to obtain some means of transportation to work. A person in the
Disability Rights Movement would assist him/her to undertake political and legal action to
make local transportation accessible and available because the disabled person, as a matter
of law, hastheright to useit as other personsin the community can useit. The
Independent Living Movement people would talk about reduced fares, paratransit, and
negotiation. The Disability Rights Movement people would talk about lobbying,
demonstrations, and law suits. The recent disputes between ADAPT and some local
Independent Living centers reflect this divergent perspective on the problem of
transportation.

It is an interesting side note that many claim that California was the origin of both the
demand for services and the fight for civil rights. They lump both together under the
name of the Independent Living Movement. Others claim that Massachusetts was the
origin of both the demand for services and the fight for civil rights. They lump both
together under the name of the Disability Rights Movement. Personsin Illinois, Florida,
Texas and aimost every other state make asimilar claim. Opponents to the various claims
say that Californians were concerned about civil rights only as an afterthought, whilein

M assachusetts services were viewed only as a means to obtain activists. lllinoisis
criticized for not being controlled by disabled persons. Floridais criticized for being
concerned only with physical disability, thereby leaving out half of the disability
community. Texasis shrugged off as a newcomer. Thiswriter was born in Texas and
lived there until 1964. | can state unequivocally that by 1948, as ateenager, | was working
for both services and civil rights. However, | was avoice crying in the wilderness and did
not encounter any organized activity until moving to Boston in 1970. Nevertheless, the
final resolution of this question on the origin of the Movement(s) | will leave to some
historian. My point is that the divisions are not recent and are not inconsequential.

This split is also seen in the Association on Handicapped Student Service Programsin
Post-Secondary Education (AHSSPPE). Many members of AHSSPPE come from a
student personnel orientation and express the position that the association and its journal
(Journal of Post-Secondary Education and Disability) should focus on the delivery of
services to disabled post-secondary students. The field, as they understand it,
encompasses concerns such as the administration of an office for the delivery of these
services, attitudes of faculty and administrators toward disabled students, technical details
of how persons with various disabilities can be accommodated in different courses,
guestions of admission and retention, data about specific disabilities with implications
within the post-secondary context, and related matters. On the other hand, AHSSPPE
was one of the earliest professional associations that welcomed papers which went
beyond this range of topics at its national meetings. In part, it was because many
(including members coming from a student personnel orientation) perceived their job in
terms of the civil rights of disabled post-secondary students. It was also because alarge
number of AHSSPPE members taught on aregular basis. Many of them guest lectured
in courses, many taught as adjuncts, and many (including this writer and the editor of the
DSQ) had regular faculty appointments. Nevertheless, the division between providers and
advocates can be seen in the topicslisted in the annual AHSSPPE meeting programs, but
it isdiminishing.

This FOCUS began with a discussion of division as a split. However, there is another
meaning of division which is very important. Division can also mean a part of something.
The"divisions' of which | write can be seen as parts of the overall whole. Thereisno
necessary conflict between those mostly concerned with civil rights. Both activities must
occur at the same time: individual and systemic advocacy for services and civil rights and
there will not be people to fight for civil rights without the provided services. We must
work cooperatively to achieve the goal of an open society composed of truly independent



and interdependent people.

Source: Disability Studies Quarterly, Summer 1988. Editor Kenneth 1. Zola, Dept of
Sociology, Brandeis University, Waltham, MA 02254, United States.

The challenge of middle agefor the
I ndependent Living Movement

by Gerben DeJong

Ten years ago, the U.S. Congress passed the 1978 amendments to the Rehabilitation Act.
These Amendments included Title VII, a new grant program for Independent Living
centers. Title VIl was hailed as avictory for the Independent Living Movement. Today,
there are approximately 200 Independent Living centers, many of which had their
beginningsin the Title VII program. But with the passage of the 1978 Amendments, the
Independent Living (IL) movement crossed a threshold and entered anew stage in itslife
cycle asasocia movement.

Social movements, like the rest of us, go through life cycles. Knowing where we arein
our life cycle can significantly enhance our understanding of who we are, where we have
come from, and where we might be going. In an analogous way, the IL movement has
gone through various developmental stages. The 10th anniversary of the 1978
Amendments offers a propitious occasion on which to reflect on Independent Living as a
socia movement.

In the early stages of our own development, we seek to establish our identity as
individuals with distinct interests, commitments, and needs. We seek to communicate to
the rest of the world who we are. We tend to be self-absorbed with our own identity.

L ater, as we become more secure about ourselves, we also have an enhanced capacity to
reach out to others and help meet their needs through friendships, marital relationships,
business relationships, and through participation in the larger life of the community. More
secure in the knowledge of ourselves, we make selected accommodations with the larger
society and its institutions. We do not necessarily "sell out,”" but we tend to have a deeper
understanding of the tensions between our individua values and the values of the
institutions in which we are involved.

| would like to suggest that this scenario is not unlike some of the developmental issues
faced by the IL movement. At present there are two major developmental issues for the
IL movement that can be better understood in the context of "life cycle theory."

Thefirst issue is the tension between the movement’s "grass rootsy™ origins and the
movement”s willingness to take on providers status. It is the old advocacy versus
provider statusissue. The 1978 Amendments, in a sense, conferred official legitimacy on
the movement by offering provider status for IL centers - the main service delivery
vehicle of the IL movement. Thereal significance of the 1978 Amendments is that they
signified a shift in movement history away from the in-the-streets advocacy to the
nurturing of institutional structures committed to movement goals.

The second issue is the movement”s ability to broaden its base to incorporate persons



with disabilities whose disabilities are different from those of the movement’s origina
adherents. The early leadership of the movement was largely drawn from the ranks of
those with disabilities such as spinal cord injury, post-polio, cerebral palsy, and afew
others. This problem has been particularly acute in regard to the ability of the movement
to assimilate persons who have a diminished capacity for self-direction such as persons
who have mental retardation or brain injury.

Theissue of provider status

A social movement cannot sustain itself by being in the streetsindefinitely. Eventually,
the ideals and values of the movement are assimilated by others and achieve sufficient
socia legitimacy to by incorporated in legislation and in various societal institutions. At
that stage, the identity and legitimacy of the movement is no longer the focal issue.
Instead, attention can be turned to how the movement can sustain itself financialy and
ingtitutionally.

The 1978 Amendments offered IL Centers afunding source that allowed IL Centersto
become more financially viable despite the very limited availability of Title VII funds. IL
centers, like other provider groups, have organized themselvesinto a national organization
known as the National Council on Independent Living (NCIL) which has also become the
IL movement’sfocal organization. Instead of marching and wheeling in the streets,
NCIL"s membership ply the halls of Congress and various governmental organizations.
Instead of demonstrating at the gates of the White House, members are giving cocktail
parties on Capitol Hill. The IL movement has come of age.

However, the basic conflict between advocacy and provider status has not been resolved.
Nowhere is this issue more apparent than in the hotly contested issue of whether 1L
centers should be accredited by an external accrediting body such as the Commission on
Accreditation of Rehabilitation Facilities, an accrediting body devel oped within the
framework of the movement, or in some other group. The fundamental issue, | believe, is
not whether IL centers should be accredited but rather the extent to which movement
organizations are willing to take on the additional trappings of provider status in the hopes
of achieving greater organizational legitimacy while coping with all the baggage that
comes with being a service provider.

There are enormous economic advantages in acquiring provider status. External
accreditation legitimizes IL centers as service delivery organizations in the eyes of funding
sources. Procvider-based financing also pays the salaries of movement leaders and offers
resources for travel that enable movement |eaders to participate in movement activities.

The down side is also apparent. Being beholden to certain funding sources does tend to
blunt the sharpness of one, advocacy. The old adage still applies: It isdifficult to bite the
hand that feeds you. However, movement ideas and ideals must be operationalized
institutionally if they are to survive the convictions of the movement’s origina leaders and
adherents. Institutions offer aframework in which human energy can be harnessed (and
compensated) in the pursuit of specific movement goals. | am not advocating
accreditation, but if social movements are to be mainstreamed into American life, they
cannot just be viewed as fringe elements. They must become part of the system - on their
own terms, of course.

Persons with disabilities want to be included in the mainstream of American life.
However, at the risk of some generalization, | am not sure that leaders within the IL
movement are prepared to see movement organizations such as IL centers fully
mainstreamed into the fabric of America’s health and human services system for fear that
the movement’”s cutting edge will be blunted. Thus, at midlife, the movement remains



torn as to the nature of its accommodation within various social institutions.
Theissue of incorporating new groups

The other issue for the IL movement isits ability to fully assimilate persons whose
disabilities have compromised their capacity for self-direction. Some observers speak of
the movement”s original spinal cord injury bias or the movement”s bias toward disabled
persons who are young and fit.

At the outset of the movement in the early 1970s, persons with physical disabilities
wanted to be viewed as competent, self-directed, and capable of managing their own lives.
The participation of persons, whose capacity for self-direction had been compromised,
threatened that image of competence.

Many IL programs deserve credit for reaching out to groups who earlier had been
overlooked as partnersin the IL movement. However, the broadening of the IL
movement in recent years comes as much from overlooked groups seeking the help of IL
programs. Nowhere is this more evident than among persons with brain injury and their
advocates who have looked to IL programs for support. The brain injury community has
become increasingly organized and has challenged many of the assumptions of the IL
movement such asthe IL movement”straditional aversion to transitional living programs.

As the movement becomes more secure about its own identity, it will assimilate disability
groups from outside its original group of adherents. The people with persons who are less
self-directed isthat their participationin IL programs is often attended by the
not-too-distant and heavy hand of professional paternalism or by anxious parents who
have continued/resumed their parenting role in the lives of their adult children. Such
participation is viewed as an affront to the very principles on which the IL movement was
founded.

Mid-lifecrisis?

The IL movement is now about 17 years old depending on how one chooses to date the
movement. Asfar as social movements are concerned, the IL movement iswell into
middle age. Some might argue the IL movement is in | ate adolescence or young
adulthood, depending on the issue at hand. In any case, issues that remain unresolved in
the early stages of amovement’slife cycle are sure to resurface as the movement ages
and matures. The assumption of provider status and the broadening of its constituency
challenge the very assumptions and identity of the IL movement and its placein
American social and political life.

The stage theory of life-cycle approach to understanding the IL movement - and its
closely related movement, the disability rights movement - can also be misleading. The
theory assumes that the IL movement has affected al disability groups uniformly. A
more accurate assessment is that specific disability groups are at various stages of
development in terms of their own identity and role in American life. We have only to
witness the recent uprisings of students with hearing impairments at Gallaudet University
in Washington, D.C. to remind us that all disability groups have not benefited equally in
the quest for full equality and full participation in American life.

| am not prepared to describe the IL movement as having a mid-life crisisbut | do believe
that alife-cycle understanding of social movements can give us a better understanding of
the issues and tensions within the IL movement.



Source: Disability Studies Quarterly, Summer 1988. Editor Kenneth |. Zola, Dept of
Sociology, Brandeis University, Waltham,MA 02254, United States.
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Resour ces

The following resources are published by the Independent Living Ressearch Utilization
Program, Houston:

Tate, Denise and Linda Chadderdon, eds. International Perspectives about | ndependent
Living. 1983. University Center for International Rehabilitation Publications. Available
from ILRU.

Summarizes presentations and discussions at a one-day conference held to view
Independent Living issuesin the U.S., discusses related programs and practices abroad,
and makes recommendations for future directionsin the U.S.

Tate, Denise and Linda Chadderdon, eds. Independent Living: An Overview of Effortsin
Five Countries. 1982. University Center for International Rehabilitation Publications.
Available from ILRU.

Rehabilitation and special education professionals from five countries-Costa Rica,
Denmark, the Federal Republic of Germany, Japan, and Y ugoslavia--describe their
services for people with disabilities, including the development of Independent Living
programs The volume concludes with summaries and comparisons of the basic aspects
of each country.

Address: ILRU at Texas Institute for Rehabilitation, 2323 S. Shepherd, Suite 1000,
Houston, TX 77019, United States.

Crewe, Nancy M. & Harkins, Arthur,"The Future of Independent Living", in Crewe,
Nancy M. & Zola, Irving Kenneth, Independent Living for Physically Disabled People,
Jossey-Bass Publishers, San Francisco, 1983.

Zola, Irving Kenneth," Toward Independent Living: Goals and Dilemmas’, in Crewe,
Nancy M. & Zola, Irving Kenneth, Independent Living for Physically Disabled People,
Jossey-Bass Publishers, San Francisco, 1983
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Possibilities of Independent Living of
personswith disabilitiesin Africa

by Felix Silwimba

Thisisavery important subject requiring deep thought and analysis. It requires a
multi-disciplinary approach taking into consideration the fact that little has been written
about people with disabilitiesin Africa. Therefore, reference material has to be drawn
from the general textbooks of social sciences and principles of community health on the
epidemiology of diseases. One approach will be to take an historical analysis broken
down into three parts.

® pre-colonid era
e colonia era
® independence era

In the pre-colonial eralife could be described as being war-like. It was survival of the
fittest. Tribal wars were common place and wild animals also poised another big danger.
In this period, there were very few disabilities because the traumatized or severely ill
person eventually met with early death as medical services were not available. The only
disabled persons where those with hand, earlobe amputations or those who had their eyes
plucked out as aform of punishment for wrongdoings. Therefore, persons with
disabilities were highly ostracized. Visual impairment of other causes may have occurred
but it is not mentioned very much in most of the folklore. Congenital conditions such as
club foot, missing limbs or part of alimb is made mention of in folklore. Mostly they are
described in humanistic terms. There is one strong example in the Bemba history in
which achief's sister gave birth to their only baby boy who had no hand. The chieftainess
reacted by surrendering the care of the boy to her sister for it was held that the chiefs
children have to be perfect. The paradox is that this same baby later turned out to be one
of the best chiefs of histribe. Therefore, we can say that even at this time some disabilities
were accepted nicely.

Colonialization brought with it ceasefires between waring tribes. Peace and stability
gradually became areality. Strong men were required to go and look for jobsin the
mines. Medical services and the hygiene of the communities gradually started to improve.
This meant that a severely traumatized person or one suffering from a chronic disease, i.e.
tuberculosis, had a chance to survive. Consequently, conditions which may have caused
death now lead to disablement. The two world wars aso |eft disabled individuals.

Missionaries capitalizing on their previous experience in Europe started to care for people
with disabilitiesto the relief of the afflicted families. This benefitted the missionaries most
since it enabled them to convert many resistant persons to their religious convictions.
Since that time the care of a disabled man has been |eft in most part to missionary
societies.



The struggle for independence brought with it new forms of disabilities as aresult of
clashes between the nationalist movements and colonial government forces. Thisis not so
significant in Zambian society. However, in recently independent nations it is of utmost
importance. In the Zambian situation after independence many changestook place; there
was amarked improvement in providing services to the community. The hygiene of the
community improved and infant mortality fell and the poliomyelitis paradox set in, which
today accounts for over half of the physically disabled youths and adultsin Zambia and
most developing nations.

In traditional society, a disabled man is considered as a sick man which impliesthat he
has to be provided for by the other family members and the extended family. It is
strongly believed that letting a disabled family member suffer is offending ancestral
spirits. Should he/she die unhappily, a spell will be cast on that family. Consequently,
they tend to hold disabled persons with reverence. They tend to over-emphasize the
disability, thus allowing individuals who have adisability little opportunity to explore the
environment. Naturally, our people tend to derive pleasurein giving to disabled people
rather than receiving from them.

Some factor s associated with independence in contemporary society

The mgjority of the population in developing nationslivein rura areas. Thelifestylein
these places require physical strength to grow enough food and to support afamily. Thus,
the deaf and mentally disabled can lead a better life than the physically and visually
disabled. In my experience most deaf persons lead independent livesin their communities
and are considered hard workers in manual work. They marry and raise afamily. | know
of afew blind men who are good charcoal burners and farm workers and have married.
However, for the physically disabled even with provision of technical aids, lifeisstill hard
inrura aress.

Living in urban areas depends more on being brainy than brawny. Thisistheidea place
for physically disabled persons because their survival depends on intelligence, creativity
and ability to organize people. In town, there are many ways to raise money without
much physical effort even if oneis not well educated.

Factor s associated with individual independence

The outcome of the disabled person's desire and ability to be independent depends on
various factors most of which can be overcome. Some of these are parental influence, age
at onset of disability, type of disability, educationa status of the individual and
environmental barriers.

In considering parental attitudes, | take an ideal situation where homesfor children with
disabilities are well provided for. It can be stated that poor parents, for obvious reasons,
would be willing to surrender their disabled child to such homes. Conservative parents,
because they want to give special care, may also surrender their child to the so-called
experts. However, liberal parents, mostly with college education, are mostly unwilling to
surrender their child. In most instances they would rather keep the child themselves and
treat him/her like anyone else. Liberal parents build amind of seriousness, critical analysis
and desire to succeed in adisabled child who,being well adjusted and disciplined, may
eventually become the envy of society. Generdly, liberal parents are not authoritative and
do not offer everything on asilver platter. They allow the disabled child to explore his
own environment and set up his’/her own standards and learn to live with his’her
limitations in a respectful independent manner.

The age at onset of the disability is of specia relevance for independence tendencies of a



person. People disabled from early childhood in general terms tend to be well adjusted
and can be rated high on the independence score. They have had enough time to explore
the environment and thus adjusted to the limited resources. Thisis of significance to
Africabecause most of the disabilities are aresult of childhood infections.

Individuals disabled in adulthood find it hard to adjust, for obvious reasons. They are
firstly in astate of social shock because they do not know what to do. Some lose
employment and their families denounce them. They have just suddenly lost al the
virtues of being non-disabled. Some go into a state of depression upon readizing they are
now objects of charity and pity. They used to be providers and now they are being
provided for. In case of ladies, they loose their beauty. The significance of thisgroup is
that our societies are defined in masculine terms; the ideal being an athletic body. Disabled
men are generally considered asinferior and less potent. Therefore, this group shows high
divorce rates, cry for dependency and become aliability to society. Thisisthe group
which requires concerted efforts at rehabilitation to help them re-learn. They are largely
responsible for the negative things attributed to disabled people.

The best way and most rewarding thing to do for a disabled person isto give him/her
every educationa opportunity possible with higher educational qualification and training
provided for by reputable institutions. The disabled person can get awell-paying job and
be able to have afamily and the effects of the disability cease to be recognized. It is
overwhelming to note how suddenly everyone starts giving you respect and admiration.
Women with disabilities when provided with good education, are able to lead better,
respectful lives and possibly marry men of good education and understanding. In fact,
disabled women need to be educated most because they are atarget of sexual abuse. A
poorly educated woman having children is a hurdle to be borne by society. Low standard
of education is associated with poor understanding of events, fear to speak one's mind, to
stand up for one's rights, leads to withdrawal and menial jobs. Such that negative effects
of disability become pronounced. A vicious cycle setsin. The person slowly fallsinto
poverty eventually into learned helplessness because al efforts at survival seem to be
exhausted in a non-supporting environment. In this society, the talents of disabled people
in art, music and other forms of entertainment are not being exploited because our society
is still obsessed with the ideals of 'normal’ or 'standard'.

By environmental factors, | mean those factors outside the disabled person's convictions
asregard dependency. | take this opportunity to state that perhaps based on humanitarian
and moral obligations society conceived of the idea of charitable organizations.
Consequently, this duty fell under the auspices of missionary societies who in carrying
out the services gathered disabled children, organized for sponsorship and provided
needed technical aids and skills. Unfortunately, thiskind of aid was limited to acertain
age group. After disabled persons | eft this center, it has been noted, they face problemsin
adjusting to the hardships of real social life. Being provided for blocks social maturity. In
contemporary Africa, Zambiain particular, charitable organizations must review their
approach to aiding disabled people. They should take us as full human beings with all the
needs of mature adults.

An average African is highly superstitious and easily falls prey to mysticism so that to
them disability isamystery. They take persons with disabilities as people with specia
powers or as an occult challenge to the afflicted family. Therefore, providing for disabled
persons is deemed as appeasing the ancestors. Currently, | am noting that most disabled
persons established in their own communities take up leadership or arbitrator rolesin
community issues. Some have engaged in creative jobs like carving, shaping handles for
farming tools, become herbalists and tailors (mainly mending). However, due to the poor
purchasing power of the communities, these jobs do not earn enough money for one to
live independently. Thusthey are mostly exploited. It isonly for the joy of contributing



something to society that they keep on.

The physical barriers of significance in Africa are the long distances one has to walk to get
to schools and shopping centers, and a poor public transport system which does not take
into consideration the needs of people with disabilities. Therefore, technical aids haveto
be quite durable. Wheelchairs are provided by donor agencies. However, they are not very
well adapted to our rough roads and long distances, since they are not made locally.
Bicycles which can be of benefit to a single amputee or a person with with one paralyzed
limb, are not regarded as orthopaedic aids. It is very expensive to get one.

Lower limb prostheses and calipers should be designed to enable the user to walk for long
distances on rough surfaces and sometimes slippery wet ground in the rainy season. The
appliances that are available, especially calipers, are heavy and uncosmetic, unattractive
and frightening to persons who have not seen one before. It isanormal human quality to
look for attractiveness and acceptability of an object by others. Today's technologies have
the capability to make light-weight, durable, all-weather appliances from metal and plastic.
They can be made cheaply and fast. Presently these appliances are provided to very few,
selected, better placed disabled persons. Provision of hearing aids, special walking canes
or seeing-eye dogs should also be considered.

Architectural barriers seem to be far from being eliminated. In our citiesit isrisky for
persons who have a disability to move about because there are no specia paths for
wheelchairs and bicycles. Pedestrian crossings are few. Where traffic lights exist they are
unreliable. Careless driving is common. In general most of our drivers are not cautious of
the pedestrian needs.

Busses and minibusses for public use are not provided with rails for holding on to when
getting on or off. Thereisno legidation for reservation of certain seats for people with
disabilities such that if adisabled individual finds al the seats occupied the he/she hasto
stand. It isdifficult to request a comfortably seated person to leave a seat for astranger. In
most cases the busses are over-crowded and uncomfortable.

Let's now consider the concept of prejudice and see how it relates to contemporary
African Society. A prejudice can be defined as a previously formed judgement applied to
some person, object or situation usually in a hostile manner without considering facts.
Prejudices are learnt through contact with the object of prejudice or contact with others
who have the prejudice, the latter isthe most important. The former may even help
eliminate prejudices.

Prejudicestend to persist and get stronger when contact between the prejudiced and his
objects of prejudiceis remote. Prejudices tend to gratify individual needs and alter
memory and perception. That is, in the social hierarchy the prejudiced person feels
superior. That isto say a bigot non-disabled man of low economic status may console
himself by thinking he is superior to an economically advantaged person who has a
disability.

Prejudices can a so be considered as aform of displaced aggression channelled towards a
weak group that can not retaliate. A lustful non-disabled man who fails to grab a beautiful

lady from an economically well-placed and understanding disabled man may develop hate
against the disabled community.

When a person is prejudiced, his perception and memory alter that he only sees what he
wants to see or what he believes heis going to see. He may be able to remember only the
bad side of events concerning histarget group. Probably because of their difficultiesin
understanding their own prejudices, many when reporting to a person in a superior



position alter the statement to exonerate themselves and label persons with disabilities as
people who lack understanding. This kind of experienceiswell known to those of us who
take every opportunity to stand up for our rights.

Prejudices at their worst lead to social handicap in which the inferior group is prevented
from adequate schooling, library facilities, housing and social amenities. Theresultis
poor education, mediocre skills and high unemployment amongst the group, thus making
the pregjudice true. For instance, the belief that all persons with disabilitieslive in poverty
and unemployment might lead to the provision of substandard training in the name of
charity. Thus the training resultsin lowly educated and semi-skilled personnel who cannot
compete for jobs on the open labour market. Therefore, thiskind of behavior leadsto a
vicious cycle where the effects of prejudice help to maintain the prejudice by providing an
observable basisfor it. Thispoint is of special importance to Africawhere many
charitable organizations are claiming to be providing for persons who have a disability.

The bad social ressult of prejudiceisthat it leads to segregation of the two groups, the
oppressor and the oppressed. However, in the case of persons with and without
disabilities, physical segregation is not possible because disabled children are born from
non-disabled parents. The outcome of a marriage between two disabled partnersis often
an non-disabled off-spring. Despite this, some form of social does segregation exist. This
is seen by the actions of most disabled persons especially men when they succeed in
getting a good education, awell-paying job or a prosperous business. They tend to marry
severa beautiful women or rather divorce non-disabled women one after another.

In contemporary Africa, some of the things perpetuating such prejudices are the methods
used by charitable organizations providing for persons with disabilities. They provide
basic substandard training in crafts such as typing, tailoring, carpentry and metal work
and agriculture. Mostly the instructors themselves are lowly qualified such that the
disabled graduates are not confident and competent enough to enter for remunerative jobs
on the open labor market.

The continued existence of special schools accommodating exclusively students with
disabilitiesis blocking contact between the prejudiced and the object of prejudice. These
schools must change into integrated ones. This should be effected at al levels of the
educational system from nursery to vocational rehabilitation centers. This kind of
arrangement allows for self-exploration as well as re-evaluation of oneself. In thisregard
both parties start understanding each other. Since we are considering Independent Living
of personswith disabilities, it is natural that we redlize that it is the concepts of help,
charity, sympathy and pity that limit our independence. Therefore, | now analyze what
helpis.

Help, aid, charity, sympathy, pity -- al these terms are used to express one thing: concern
over the suffering of fellow man. However, they are concepts that should be applied
continuously when dealing with persons with disabilities because our needs as human
beings are intact despite the shape of our body parts or the or the loss of some function.
Therefore, we have our own feelings about being helped. Common knowledge shows
that help can have the following effects:

Accelerate progress

With respect to physical disability the most obvious iswhen such help is directed towards
making mobility easy. For example, giving a bicycle to a person who uses crutches and
can ride one, will do him good because the bicycle will not only ease his mobility
problem but will also help exercise the weak limb. Consequently, some degree of
development and restitution of function is allowed.



Retard progress

Take the example of achild with cerebral palsy who needs along to time to dress. Out of
pity the poor mother/attendant dresses this child. In this case the child won't know how to
dress on his’her own. In long run he or she will remain dependent on other people and
cannot develop skills fully. Whereas if he/she was given a chance to dress by
himself/herself, he/she would learn the technique and eventually be independent.

Status symbol

Thisimplies that the person giving out help is superior and the recipient isinferior or a
second-class citizen. Thisfeeling is strongest among disabled males because our society
emphasi zes maleness. Thus disabled men being human feel the need to express their
worth as men who can do things and be counted on. Also, women with disabilities who
get agood education express a need for independence and free expression.

A sixteen year old boy had the following experience when he attempted go assist a person
with aphysical disability. The boy saw this man buy 10 kg of sugar, so he reasoned that
this man with own weak limb would not manage. Consequently, he went close to him
and politely asked whether he could assist. To the surprise of the young boy the man
refused and lifted up his own sugar and laboriously carried it. The implication is that the
man looked at the offer as a challenge of his manliness, especialy if the opposite sex was
present. Thus he demonstrated that he has strength and can do things independently. The
young sympathizer was right in hiswillingnessto help asit isa sign of being a good boy.
However, he lacked judgement and timing. If he had allowed this man to carry the load
several meters away and then made his move, | am sure he would have been most
welcome.

Therefore, help sometimes may be unnecessary or even annoy the recipient, especialy if
the donor shows signs and symptoms of self-aggrandizement or is himself considered of
low credibility. It should also be realized that persons with disabilities also would like to
give out just aswell asthey receive, because help is atwo-way process. That isa social
relationship in which if you are ready to give then be ready to receive. Thisisavery
important point to be taken care of whenever help is attempted.

Sexuality

Sexual relationships for persons with disabilities are often left out in discussions of the
disabled persons problems. The teachings and actions of society require that disabled
persons repress their sexual desires. Sex isanatural innate need present since early
childhood. It is the force through which we express our inner feglings, love and establish
affectionate relationships. It is ameans by which families previously unknown to each
other are united. Above al its ultimate purposeis to procreate.

The relevance of appreciating the sexuality of personswith disabilitiesin analyzing
Independent Living of the disabled isthat for the proper satisfaction of sex, marriageis
the answer, but then it is only an economically independent person who is expected to
marry and possibly procreate. Thus when the concept of sexuality isthrown asidein
planning rehabilitation of the disabled, emphasis is on teaching only the most elementary
skills by which somebody who has a disability cannot become economically independent.
Therefore, these persons remain aliability to society, are consequently excluded from the
basic human need of expressing and feeling love.
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Ideology & definitions
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The Disability Rights M ovement:
its development in South Africa

by Kathy Jagoe

Thecripple

Disabled people had for centuries been viewed as poor helpless cripples, blind beggars,
dumb idiots standing on street corners with contorted outstretched hands groping, and
spluttering for the small offerings their pitiable image could entice out of guilt-ridden
passersby. They were outcasts, denied the recognition of human beings, denied at every
point the rights of participation in their society. Generaly they were either cast out of
families or hidden behind closed curtains and doors for fear they would bring shame
upon and ostracizing the entire family.

Charity/welfare

From this, a new phase developed - the emergence of the charity/welfare organizations.
At this point society's individual guilty consciences came together into organizations
which took on the responsibility of "looking after" these indigents, these helpless cripples.
It isat this point that the idea of institutions developed to house, "educate” and "employ"
these misfitsin society. While there is no doubt that a place which offers food, beds,
some sort of activity and safety to people who have never had any, isagreat
advancement, they were nevertheless "dumping grounds' which served to get and keep
the problem out of sight. The only reminder society had of their existence was now the
more respectable, acceptable member of society "begging” on street corners on their
behalf. The tacit agreement: give us money and we'll ook after them for you and keep the
burden on society in manageable confined ingtitutions. The "able bodied" now became
custodians, caretakers of those too horrid, too frightening, too burdensome to



contemplate.
I nter vention of medicine/professionals

Throughout the centuries wars, poverty and lack of sanitation have not only killed but also
maimed people. By the Second World War, medicine was sophisticated enough to keep
many of thoseinjured alive, and in some cases, set up rigorous rehabilitation programmes
to build on the remaining strengths of these newly disabled people and teach them new,
compensatory skills. The responsibility for the lives of disabled people was now being
shared by welfare workers, doctors and nurses. Slowly, as specialization devel oped, other
professionals, such as occupational therapists, physiotherapists, psychologists and social
workers were added to the group who assumed responsibility for the lives of disabled
people. Obvioudly, persons with disabilities owe a great deal to thisteam of non-disabled
professionals and charity workers. Firstly, for keeping them alive; secondly, for teaching
them new skills; and thirdly, for obtaining a certain amount of institutional security. And
grateful we are. However, not al that has been done, in the name of caring, has been of
benefit to disabled people - or the broader society. Medical and custodial care was mostly
seen as short term, as certainly many physically disabled people did not live very long.
Blind people seemed to "cope”, other disabilities like deafhess and epilepsy wereinvisible
enough not to cause concern; and mentally disabled people were easily hiddenin
institutions. However, two maor developments have changed this pattern irrevocably: 1.
The advancement of medical technology and 2. The increase of violence.

The late sixties saw awhole generation of post-polio, young adults who had, through the
advance of medical technology in the late forties and fifties, been saved from dying. At
the same time people returned from wars in the sixties - notably Vietnam and the I sragli
Six Day War - with severe injuries often resulting in permanent disability. These were
young adults who, all around them, watched the swelling liberation movements of people
of color, students, women and gay people. People who were fighting for their rights as
equal citizensin society. Their cry for consumer rights, self-help, demedicalization,
de-ingtitutionalization, equal accessihility to education, employment and public facilities
were al issuesthat, had particular relevance to people with disabilities who had mostly
been excluded from the society in which they belonged.

Ster eotyping

There exist many stereotypes which have boxed disabled people into neat rather
sub-human categories. These stereotypes define people with disabilities as passive, weak,
helpless, unable to make decisions or take responsibility for themselves, overly sensitive,
asexud etc. The saddest thing about stereotypesis that they have the potential to develop
into self-fulfilling prophesies.

Theflip side of al negative stereotypesis equally destructive and unrealistic. For very
often those people who break out of the box, are then seen as brave, amazing, having
superhuman qualities such as a 6th sense. These people are put on pedestals as
"examples' to be waved around like toy flags - "supercrips'. They are equally unrealistic -
and dangerous - as they deny the essential humanity, vulnerability, range of emotions and
responses with which we credit average human beings.Most stereotypes emerge from a
combination of a personal projection of tragedy and ignorance. How often does one not
hear both ends of the continuum in one reaction to a person with adisability: "Oh shame,
how dreadful, | couldn't cope in her situation.” This reaction distances the able bodied
person from someone with a disability, often with an inherent assumption that they can't
be"one of us'.

As soon as someone is seen as other than "one of us', different standards can then apply.



Thisparallel isclearly seen in theracia stereotypesin this country. Once white people
have classified people of color as"different from us' such attitudes and standards easily
arise, for e.g.. it doesn't matter that black people are facing awinter living under plastic
sheets or in corrugated iron shanties as "they don't feel the cold likewe do ." We
conveniently sweep aside the fact that 20 or more Black people will be sharing atiny
house which would acceptably house | or 2 white people excusing it as "part of their tribal
pattern.” On and on until we have laid al the blame on the individual and taken the
responsibility away from ourselves and the broader society. People with disabilities, like
people of color, women and gay people have begun to say "hang on, those are your
projections, your assumptions, your definitions of our inferiority and that these
projections are convenient to maintain the power balance firmly on your side.”

Coming of age

The late 60's and 70's saw a "coming of age" of people with disabilities across USA, UK,
Europe and Scandinavia. Disabled people not only began to unite, but to identify areasin
which they were discriminated against and oppressed. They also began to understand the
methods of their oppressors. Oppression was often unconscious in the heads of the
oppressors, or excused as "being for their own good" - and runs along very similar lines
to patronizing colonialism. Once recognizing their oppression disabled people began
identifying with other oppressed groups and from them learnt strategies with which to
fight it.

It must be pointed out that while we have come along way, we still have not completely
shaken off the view of disabled people as being pitiable outsiders, recipients of welfare
and patientsin the medical system. Each phase has | eft its stamp and embedded
influences.

There are anumber of common characteristics of the medical and the welfare phases.
Thereisthe belief that the professiona isthe "expert”, the controller of knowledge and
has the power to direct the situation. The disabled person is regarded as the client or
patient, an inferior member of the "team" - if amember at al. The latter is considered a
passive recipient of whatever service. Not only are disabled people deemed incapable of
making decisions about our own lives, but the hierarchical relationship itself perpetuates
passivity, ignorance and inhibits participation in every aspect of our lives.

Characteristic of this phase isthat the "problem.” is perceived to be within the individual
and that therefore the focus of expert attention is on changing the individual to fit into
society. This phase, in its extreme, does not question the status quo of society.
Segregation into specia institutions, separate (and often unequa) facilities - such as
transport, sheltered workshops, schools and homes are not questioned, but rather the
individual is shaped to fit into this divided, Apartheid-like society. The society is satisfied
it has now matured enough to provide such facilities, and professionals are
unquestionably taught to prepare disabled people for thislife.

Disabled people began to realize that the preparation to live a™ life apart” was not just an
individual matter but common to almost al people with disabilities. They began to
recognize that oppression was similar regardless of the disability. And that their strength
lay in aunited force against a society which discriminated against them because they
dared challenge the myth of the "normal healthy body." In fact their challenge has become
more conscious and more concerted than this: For equal opportunity and full participation
in society.

Theliberation movement



In the 70's and 80's peopl e with disabilities around the world have gotten together to
identify issues and strategies. One of the most clear cut foundations of the next phase, the
liberation movement, is the identification of the difference in the terminology between
disability and handicap. (Different countries have dightly different terminology, but the
distinction is the same).

Disahility refersto what isinherent in the individual and to alarge degree unchangeable
and static. Handicap refers to the restrictions experienced in society.

These are dynamic barriers which prevent integration. They are most obvious in attitudes,
education, environments, transport, employment, relationships and the mediaand also in
the availability of equipment, medical services, information, housing, personal assistance
et a. Disabled people internationally are effectively coming together and challenging
society, those in authority and professions in the related hedlth care fields:

® To recognize that disability isnot our major barrier to living fulfilling lives.

® That the barriers outside us, including the attitude towards disability are where
our oppression lies.

® That wetoo are"experts’ inthefield of disability. And what isneededisa
democratizing of knowledge.

® That we can identify needs, make decisions and evaluate services.

® That we no longer accept the inferior, passive role of the recipient.

® That if they areto work inthefield of disability the only relationship acceptable to
disabled peopleisthat of equa partners.

This undoubtedly demands a great deal of change in the relationship between
professionals and people with disabilities, changes which have engendered enormous
feelings of inadequacy and discomfort in able bodied professionals.

The parallels are easily identifiable in those cries from many white liberalsin this country,
who equally have staked a claim on: ways of relating, where they live, are educated, work
and play holding other standards for those they see as "different”. Statements like "but
they'll be happier to be with people of their own kind," "they will be protected and have
facilities geared especialy to them in separate institutions' are constantly heard. Some
people have begun to recognize the hollowness and political connotations of such
statements when describing racial issues. Few have seen how in the disability field they
are also serving the needs of the dominant group - under the insidious cloak of supposed
"caring”.

The South African Disability Rights Movement (DRM)

The development

In 1981 we saw the foundations of the South African Disability Rights
Movement/Independent Living Movement (DRM/ILM) being laid. It was designated by
the United Nations as International Y ear of Disabled Persons (I'Y DP). While the South
African Government chose not to recognize this year, individual communities in South
Africaformed coordinating committees to work on disability issues. The composition of
these groups varied in different areas, but a striking aspect of some was that disabled
people were represented and were sometimes even in the majority - taking leadership
roles.

We had |earnt an important lesson in watching the international scene ayear previously.
Disabled people from around the world demanded a 50/50 partnership of the
professional/welfare dominated organization Rehabilitation International (RI), or, atotal



split. They were not granted the equal partnership - professionals were still threatened by
having to take their patients/clients opinions seriously - so disabled people broke avay
and formed their own organization - Disabled Peoples International (DPI).

Gaining strength

Welfare, in splitting us off into different disabilities - supposedly to deal more effectively
with specific problems - had in fact weakened us by denying our common barriers. We
grew, excitedly, to realize that, regardless of whether we were blind or used awheelchair,
our strongest handicap was society's view of us, that because we were different from the
so-called norm, we were inferior. Our only way of effectively challenging this and
changing our destiny was a united front. This was one of our most dynamic and
energizing experiencesin South Africaat that time.

Through the next few years self-help groups emerged around the country. These
sometimes emerged as aresult of ineffective professional services, sometimes because
stereotypes were ssimply non existent and only occasionally with the blessing and
encouragement of professionals. By 1984 we had formed a national organization,
Disabled People South Africa (DPSA). Thisis primarily a coalition of self-help groups,
but also away of linking up individual people with disabilities.

The composition of DPSA is strictly across disabilities, races and ages. It remains outside
of party-politics, and has at any one time included a range of attitudes from anti-white
attitudes to very conservative whites. It isinteresting to observe that in nationa
conventionsit is for some people the first time they have sat next to and communicated -
as equals - with both people of a different race and a different disability. Like the DRM
worldwide, DPSA is challenging the barriers which prevent us from participating on an
equal basisin asociety. Thisincludes a challenge to welfare and health-care professionals.
In other countries much of the challenge has been reinforced with legidation. This
anti-discrimination legidation is based on the recognition of human rights.

A question which obvioudly confronts the DRM in South Africais how do we legally
confront discrimination against us as disabled people in a country which does not
recognize the equal rights of all people. How do you fight for an improvement in the very
inadequate disability grants - which for whitesis over R200 per month, when for coloreds
and Asiansit is half of that; and for black peopleit ishalf again. And this, for anyone who
has an income, will immediately lose.

We have additiona problemsin South Africa: extreme overcrowding of black hospitals,
insufficient training in basic nursing techniques related to long term disabilities, the
inappropriateness of knowledge and experience of White therapists taught in "white"
medical schoolsworking in "black™ hospitals, and the environment of the majority of
black people. For example, of what useisit to learn to transfer sidewards from a
wheelchair to an accessible toilet if you only have a corrugated iron privy in the back yard
into which you can't get awheelchair. But how many white therapists have intimate
knowledge of that community? We are separated, by color, from the time we are born,
yet they are supposed to teach their "patients’ useful skills. Nothing is untouched by
Apartheid.

The most widely accepted requirements to keep a spina cord injured (SCI) person diveis
the combination of knowledge, ahigh level of sanitation, the right equipment and the
motivation to live. How do we expect black SCI people to cope when most of the medical
staff don't speak their language, have too many people to treat so time for careful
interpretation is often non-existent -and we then return the person (even if we have given
them a state-provided wheelchair and cushion) to an environment too small for a



wheelchair to manoeuvre in and in which onetap is shared by awhole street with no
prospect of employment. Many SCI peopl e recognize that re-employment will rely on
education qualifications that are higher than those of others and a tendency towards
manageria and sedentary work. The mgjority of black SCI people have little education
and were often manual laborers.

Sanitation/poverty

The medical profession has long recognized that many diseases are directly related to poor
sanitation, overcrowding, undernourishment and compounded by inadequate education.
Many of these diseases result in long term disability, viz polio, TB, tracomaand leprosy,
rheumatic heart disease and meningitis. It is acknowledged by many that these types of
disability are far more prevalent in 3rd World countries. While some, like polio, have
been almost stamped out in devel oped countries like USA, UK and Scandinavia.

It hasto be pointed out that while we don't find a high incidence of the disabilities rel ated
to poverty in "white" South Africa, they are still extremely prevalent in "black™ South
Africa. For instance, there were 150 known cases of polio in Letaba, Gazankulain 1982,
with more recent outbreaks in Alexander and the Transkei this year - the two former
being rural homelands, the latter, Alexander, an urban " location" - both used as dumping
grounds to keep "black” people out of "white" South Africaand "white" Johannesburg
respectively.

Violence

A further aspect of our South African society is the prevalence of violence in "black”
communities. At "normal™ non-unrest times we look at the difference in causes of injury
in "white" compared with "black™ communities. The maority of "white" people will
sustain injuries in motor vehicle accidents or sport. In people of other colors the major
causeis violence: stabbing and gun shot - many of these by "trigger happy" police.

How then does this picture change in an unrest situation? From 1976 onwards, we have
been fed the cold, frightening figures of those detained, killed and those known to be
injured. Seldom have we publicly been made aware that, of those injured, some will be
disabled for the rest of their lives. From the 76 Soweto riots we know that children lost
limbs from bones being shattered or bullets going septic. Others were paralyzed through
being shot in the back while running away.

In the last few years, increasingly we know of people being spinal injured (even with
bullets going through as high up as the neck), blinded by birdshot, brain injured from
bullets through the skull and even now suffering permanent hearing loss through torture.
To what do we have to return these people? Overcrowding, bad sanitation, appalling
roads, few community resources, little education, less employment. While
professional-patient relationships still leave agreat deal to be desired, the problems are far
greater than this, they are within the structure of the political system. There are individuals
who are health care professionals who are enormously caring, and who have begun to
recognize the value of working with those of usin the DRM. But they aone cannot solve
the problems, we need a concomitant change in the political structure.

An often asked question in South Africais how politicized are people disabled by
violence - even "domestic" violence. Politicized they are, that thereislittle doubt. But
around what issues will they devote their energies? First and foremost, it seems disability
issues. Thisis not acop-out of broader political issues but must be seenin aredistic
context. If Apartheid has said black people can't get onto "white" busses, live in "white"
suburbs, get "white" jobs and are limited in relationships, disability has meant they can



get on no busses, lose aimost all prospects of employment and often lose houses and
families and, aslong as health care and sanitation is inadequate, they will continualy be
dogged by health problems. They will also now live with a constant mobility, media,
education, relationships, housing and transport handicap because of their disability. In
order to get back into the "normal™ struggle of black life, they first have to break down
disability related discrimination.

Conclusion

All over the world traditional welfare and health professionals a one have been totally
unable to substantially diminish handicaps faced by people with disabilities. It isonly
when disabled people themselves have taken responsibility into their own hands that we
have seen a noticeable change. The particular handicaps the majority of disabled peoplein
South Africaface are inextricably linked with Apartheid. Therefore in challenging and
dismantling these handicaps we a so need to do the same to Apartheid. However thereis
no point in waiting for post-Apartheid society, we need to change attitudes and break
down barriers now both for the existing disabled people, but also for all those who will
become disabled.

Source: Disabled People South Africa, P.O.Box 662, 5256 Gonuble, Republic of South
Africa

Independent Living and Our Organizations

Presentation at the conference "Our Common World" organized by Disability Rights
Advocates Hungary in Siofok, Hungary, May 9-11, 1997

Dr. Adolf D. Ratzka
Institute on Independent Living, Stockholm, Sweden

Independent Living is a philosophy and a movement of people with disabilities who work
for self-determination, equal opportunities and self-respect.

Independent Living does not mean that we want to do everything by ourselves and do not
need anybody or that we want to live in isolation. Independent Living means that we
demand the same choices and control in our every-day lives that our non-disabled
brothers and sisters, neighbors and friends take for granted. We want to grow up in our
families, go to the neighborhood school, use the same bus as our neighbors, work in jobs
that are in line with our education and abilities, start families of our own. Just as
everybody else, we need to be in charge of our lives, think and speak for ourselves. To
this end we need to support and learn from each other, organize ourselves and work for
political changes that lead to legal protection of our human and civil rights.



Statistics show that disabled people have less education than the rest of the population,
have worse housing, are more often unemployed; fewer of us get married and have
children. We have been told that we are different and that our lives are worthless. In many
countries babies with disabilities are not even given the chanceto live, they arekilled
before they are born.

One of the most important causes of our second class citizenship is the way society looks
at persons with disahilities. There is atendency to label people who are different as"sick”.
Sick people do not have to work and are exempted from the normal duties of life. Aslong
aswe are considered sick by the genera public, there will be little understanding, for
example, why we need to use regular public transportation, why we demand real jobs and
not just therapy.

If we let other people treat us asif we were sick persons, we should not be surprised, if
they try to protect us and in the process control and limit our lives. If we consider
ourselves sick and in constant need of a"cure”, it will be difficult for us to accept our
disability asanormal part of life and to carry on with our lives.

The medical model of disability seesthe problem in theindividual. | cannot use public
transportation in most countries. Isit because | had polio some 30 yearsago or isit
because the busses are constructed without consideration for the needs of all users,
including people like me who use electric wheelchairs? Aslong as society believes that
the problem lies within me, there will be no accessible busses.

The medical model uses diagnostic labels which tend to divide disabled people into many
different groups. Diagnoses make us fed different when, in fact, we share many of the
same problems. In the Independent Living philosophy it does not matter for what reasons
we have adisability. What mattersis the recognition that all people regardless of type or
extent of their disability can learn to take on more responsibility, to make more decisions
concerning their lives and to contribute more to their families and the community.

Rehabilitation is an intervention that is limited in time and scope. We need to have access
to the best medical and rehabilitation services including assistive devices. But redl life
starts after rehabilitation, only then we find out whether society is ready to accept us.
Unfortunately, most often we find that society needs to be rehabilitated more than we do.

Many of us are shut away in institutions. There, it is claimed, we can be better "cared for".
With this argument we are put into special kindergartens, specia schools, special
workshops, special housing and special transportation. Special schools or specia
workshops make us feel different and prepare us poorly for the competition in the real
world. Our movement is fighting to shut down institutions and to force our way into the
mainstream of society.

In many countries there are charity organizations, headed by non-disabled individuals,
which raise funds by depicting us as helpless, pitiful and miserable beings. Often these
organi zations speak out on behalf of disabled people and advise governments on disability
policy. Disabled people themselves are seldom asked about what they need.

How can we improve our situation? How can we empower ourselves?

We must break the monopoly of non-disabled professionals who speak on behalf of us,
define our problems and suggest solutions to our needs. We must build effective
organizations that represent the views of disabled people themselves. Governments have
to recognize our organizations as partners in shaping disability policy.



Disabled people have to utilize the political process and run for office. In most countries,
about 10% of the population have a disability. The world would look different, if in each
country 10% of the politicians had a disability.

By the same statistics, with only 10% of the population we are aminority. In ademocratic
system we cannot expect to get legal reforms and support systems approved by
parliament unless we are able to convince other voters. We need political alies, we need
to build up alliances among the various organizations of persons with disabilities. We also
need to look for allies among the non-disabled. There are many non-disabled persons
who support our fight for equal opportunities, for human and civil rights. And we haveto
reach out and convince more people of our just cause. But one thing has to be made very
clear: We are the experts. Disabled people have to run, represent and control their own
organizations. We have to be at the forefront of this struggle. Non-disabled people can
support us from behind.

In fighting for our rights we can be more effective when we help each other in changing
our attitudes towards ourselves. To see yourself as aprofoundly ordinary personis
difficult when you have always been told that you are different, that you can not do this
and can not do that. In this struggle we need to talk with somebody we can identify with,
with people who are in asimilar situation. We call it peer support. Peer support meansto
share the fruits of one's experience.

In anumber of countries, disabled people are helping each other in Independent Living
Centers by sharing information, advice, legal aid and peer support and by organizing the
disability community. The people who work in Centers for Independent Living are
themselves disabled and know what they are talking about from first-hand experience.
The centers work for changes in the communitiy, such as improved access in housing and
transportation. In several countries, Centers for Independent Living receive regular
government funding, because it is recognized that disabled people are the best experts on
matters concerning disability.

Any society that claims to be a democracy and respects human rights has to extend these
rightsto all itscitizens. In order to guarantee our rights there has to be proper legidation
including monitoring, periodic revisions and effective sanctions. The organizations of
disabled people have to be decisively involved in al these stages. L egislation must protect
us from discrimination in al areas of public and private life. The United States have set an
example with its Americans with Disabilities Act that was highly influenced by the
Independent Living philosophy. Such legidation is now in place or is being worked onin
agrowing number of countries. But we disabled people must realize that no piece of
legidation by itself will automatically guarantee our equal rights unless each of usin his
or her everyday life actively claims and uses these rights.

Throughout history there has been the attitude that disability is a catastrophe for the
individual and the family, that we depend on the mercy or solidarity of other members of
society, that we can not contribute, that we are a burden. This brainwashing has distracted
us from the realization that disability isapolitical problem, a question of unequal
distribution of power, not amedical or technical problem.

Because we have been told we cannot do much for oursalves, we have relied on other
peopleto fight for our cause.
Because we have been ashamed of our disability, we have stayed in the background.

We are the last minority to fight for our rights and we will not go away. Even with the
most sophisticated prevention, early detection and rehabilitation services there will always
be people with disabilities and we have to build our societies in such away that everybody



can live in them with dignity and self-respect. And we have to start now.

An American definition of Independent Living

What isIndependent Living?

Essentialy, it isliving just like everyone else - having opportunities to make decisions
that affect one's life, able to pursue activities of one's own choosing - limited only in the
same ways that one's nondisabled neighbors are limited.

Independent living should not be defined in terms of living on one's own, being employed
inajob fitting one's capabilities and interests, or having an active socia life. These are
aspects of living independently. Independent living has to do with self-determination. Itis
having the right and the opportunity to pursue a course of action. And, it is having the
freedom to fail - and to learn from one's failures, just as nondisabled people do.

There are, of course, individuals who have certain mental impairments which may affect
their abilities to make complicated decisions or pursue complex activities. For these
individuals, Independent Living means having every opportunity to be as self-sufficient as
possible.

Independent living. It isn't easy, and it can be risky. But millions of people with
disabilitiesrate it higher than alife of dependency and narrow opportunities and
unfulfilled expectations.

Independent Living centers

Fortunately, people with disabilities don't have to do it all on their own. The purpose of
this brochure isto describe akind of service organization which is designed specifically to
assist people with disabilities who themselves have been successful in establishing
independent lives. These people have both training and the personal experience to know
exactly what is needed to live independently. And, they have deep commitment to
assisting other disabled people in becoming more independent.

Services of Independent Living centers

Centers offer awide variety of services. Four are essential to efforts of people with
disabilities to live independently, including:

e |nformation and referral: Centers maintain comprehensive information files on
availability in their communities of accessible housing; transportation;
employment opportunities; rosters of persons available to serve as personal
assistants, interpreters for hearing impaired people, or readers for visually
impaired people; and many other services.

® |ndependent living skillstraining: Centers provide training courses to help people
with disabilities gain skills that would enable them to live more independently;
courses may include using various public transportation systems, managing a
personal budget, dealing with intensive and discriminatory behavior by members
of the general public, and many other subjects.



® Peer counseling: Centers offer a service in which a person with adisability can
work with other persons who have disabilities and who are living independently
in the community. The objective isto explore options and to solve problems that
sometimes occur for people with disabilities, for example, making adjustmentsto
anewly acquired disability, experiencing changesin living arrangements, or
learning to use community services more effectively.

® Advocacy: Centers provide two kinds of advocacy: 1) consumer advocacy,
which involves center staff working with persons with disabilities to obtain
necessary support services from other agenciesin the community and 2)
community advocacy, which involves center staff, board members, and
volunteers initiating activities to make changes in the community that make it
easier for al persons with disabilitiesto live more 