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GUARANTEED JOB OPPORTUNITY ACT

TUESDAY, APRIL 28, 1987

U.S. SENATE, SUBCOMMITTEE ON EMPLOYMENT AND PRO-
DUCTIVITY, AND SUBCOMMITTEE ON THE HANDICAPPEP,
COMMITTEE ON LABOR AND HUMAN RESOURCES,

Washington, DC.
The Joint Hearing convened, pursuant to notice, a, 9:45 a.m., in

Room SD-430, Dii ksen Senate Office Building, Senator Paul Simon
( Chairman, Subcommittee on Employment and Productivity) pre-
siding.

Present: Senators Simon, Harkin, Weicker, and Cochran.
Senator SIMON. The hearing will come to order.
I am sure my colleague, Senator Harkin, the Chairman of the

Subcommittee on the Handicapped who should be chairing this
meeting would not object to my calling the hearing to order very
briefly. Let me hold off with any opening statements until aftk r
our first witness, Congressman Bill Coyne of Pennsylvania, because
he has been waiting here for some time. He is one of the really fine
Members of the House of Representatives.

If you can join us up here now, maybe we will hold off on open-
ing statements. Would my colleague from Connecticut be willing to
hold off any opening statements?

Senator WEICKER. Mr. Chairman, I agree 100 percent. As a
matter of fact, I am going to hr--a my statement submitted for the
record, as I do want to hear ft um all the witnesses. As you know,
there is a Holocaust ceremony in the Capitol Rotunda and I think
it is essential we get right down to hearing the witnesses.

Senator SIMON. We will open this hearing in 60 seconds.
Senatcr WEICKER. It is now official.
Senator HARKIN. We have refrained from opening statements so

we could get on with Congressman Bill Coyne's testimony. If it is
okay, we will go ahead and hear him and then each of us can
have- -

Senator WEICKER. I ask unanimous consent that mine be placed
in the record.

Senator HARKIN. Then I will ask unanimous consent that mine
be placed in the record also. I will follow suit with my two leaders.

Senator SIMON. I will ask that also.
Let me add one minute's worth of commentary. We are talking

about unemployment. There is no group where the unemployment
rates are more dramatic than among Americans with disabilities,
and one of the most dramatic statistics I have seen recently is that
among employable blacks with disabilities, the unemployment rate
is 82 percent, and among the other 18 percent the average income
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is $4,000 a year in this good and great and rich country. We can do
a lot better than that in America.

I will enter my full statement in the record. Thank you, Mr.
Chairman.

Senator HARKIN. Thank you both very much, and our former col-
league from the House, Congressman Coyne, from the 14th District
of Pennsylvania Welcome to the joint meeting of the two Subcom-
mittees, Senator Simon of the Subcommittee on Employment and
Productivity, and the Subcommittee I chair, on the Handicapped.
You are welcome to the Subcommittee proceedings and we are hon-
ored to have you here.

STATEMENT OF HON. WILLIAM COYNE, A REPRESENTATIVE IN
CONGRESS FROM THE 14th CONGRESSIONAL DISTRICT, STATE
OF PENNSYLVANIA

Mr. COYNE. Thank you, Senator. I want to congratulate Senator
Simon and Senator Harkin and Senator Weicker and the panel for
addressing an issue that I think is very important, one of the most
important issues that we face in the Congress of the United States
and that is unemployment across the nation. It is heartening to
think that there are Senators in the United States Senate who con-
cern themselves with sufficiency of the employment opportunities
of people in this nation.

I want to thank you for the opportunity to testify in support of
the Guarantee Job Opportunities Program. I believe this bill fills
an important gap in the current employment and job training
equation in this country by establishing a program of public sector
jobs for the hard-core unemployed.

While the existing Federal jobs training program has been suc-
cessful in placing thousands of Americans in new jobs during the
past several years, all of those jobs have been in the private sector.
One problem with this approach is that it has tended to place a dis-
proportionate emphasis on holding down the program's costs. One
consequence of this policy has been that those jobless considered
the most difficult to place in the private sector have often been ne-
glected.

The focus has been, unfortunately, on finding jobs for those with
extensive or specific jobs skills and those with high school or post-
secondary education. Those lacking the right skills or a formal edu-
cation all too often find themselves shunted to the end of the job
line. In other words, those needing the least amount of training or
the fewest number of support services have the highest probability
of receiving assistance.

On the other hand, it strikes me that this approach to the prob-
lem of unemployment unfairly discriminates against those with the
greatest need, the youth, minor s, and the disabled. Yet, despite
the achievements of the current 14 ederal program, there are still at
least ten million Americans who want to work but cannot find a
job. Where are these jobless supposed to turn for help?

I think one place is the program that this panel and Senator
Simon and Senator Harkin have proposed. Your proposal is de-
signed to compliment the current Federal job training program and
address some of its &ficiencies. I am especially pleased to note that
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discouraged workers are among the jobless that the guaranteed job
opportunities program will assist in finding meaningful work in
our economy.

This group of jobless all too often finds itself overlooked by the
experts and by the statistics. They are the hidden unemployed,
people who have a history of hard work, who want to work, but
who have become so frustrated at the lack of opportunities that
they are convinced that no jobs exist for them and as a result they
have simply stopped looking for job opportunities.

In addition to discouraged workers, there is another group, the
handicapped, that face formidable obstacles every day to obtaining
gainful employment, even in strong economic times. These barriers
to employment for the handicapped have been too slow in coming
down.

There is simply no justification for denying employment, espe-
cially in the public sector, to any disabled American. A recant poll
indicates that nearly half of America's disabled believe there is a
lack of opportunity in the private sector for them. That is a dis-
tressing view, considering that this poll clearly demonstrates an
overwhelming eagerness, willingness and desire of disabled Ameri-
cans to work.

The private sector's record, by its own account, has not been
strong on hiring the disabled. A survey of corporate managers re-
vealed that 35 percent of the companies that they work for had not
hired a disabled person in the past three years, and yet these same
executives concede that it costs no more to employ a disabled
person than one who is not.

Hopefully, your legislation can open some eyes as well as some
doors for the disabled. It is encouraging to see the emphasis you
place on education as an integral part of any job training and em-
ployment plan. A well-educated work force has been and will con-
tinue to be our most effective weapon in the highly competitive
international marketplace. We clearly need a workforce that can
adapt its skills to the demands of tomorrow's industries.

I can assure you that in my western Pennsylvania district of
Pittsburgh, there would be no shortage of displaced and discour-
aged workers who would be eager to rejoin the workforce. The pro-
gram outlined in your proposal offers them that chance and pro-
vides the added attraction of job counseling so that these workers
can find permanent employment in the private sector.

These are not people who are looking for a handout from the
government, nor do they expect something for nothing. I think
they represent the majority of the unemployed that your bill tar-
gets for help.

Again, I want to congratulate Senator Simon on this bill that I
think takes a giant step toward improving the prospects for mil-
lions of jobless who through no fault of their own ,,ee themselves
shut out of existing job training employment opportunities.

I intend to vigorously support this important legislation in the
House and I look forward to enactment by Congress and being
signed into law by the President.

Thank you very much.
Senator HARKIN. Bill, thank you very much for a fine statement.

Again, I am honored that you would take the time from your busy
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schedule to come over here and support this important piece of leg-
islation.

I do not have any questions. Senator Simon?
Senator SIMON. No, I do not have any questions. I simply want to

join in commending you for showing the sensitivity and the willing-
ness to provide leadership on this. It becomes very easy, particular-
ly with the way we finance political campaigns, to be paying atten-
tion to the wishes and whims of the powerful, rather than helping
people who really need help in our society. You are one of those
who are standing up to help people who really need help and I
commend you.

Mr. COYNE. Thank you.
Senator HARKIN. Senator Weicker?
Senator WIICKER. I associate myself with the comments of my

colleagues. It was a fine statement.
Senator HARKIN. Thank you very much, Bill.
[The opening statements of Senators Simon, Weicker, Harkin,

and the prepared statement of Senator Stafford will now be insert-
ed in the record at this point:]

OPENING STATEMENT OF SENATOR PAUL SIMON

Senator SIMON. The Subcommittee on Employment and Produc-
tivity has been conducting hearings on S. 777, the Guaranteed Job
Opportunity bill I introduced to give an opportunity to all Ameri-
cans who want to w irk an opportunity to be productive. Senator
Harkin suggested that his Subcommittee on the Handicapped join
us to look at the employment situation of Americans with disabil-
ities. I am pleased that we are meeting together today.

We know that the figures are startling. Of some 27 million
Americans of working age who are disabled, only about 1/3 e
working. According to census data, the unemployment rate among
black disabled Americans is around 84%. These figures show the
overwhelming proportions of an unemployment problem we have
simply ignored for too long. Because a large percentage of these in-
dividuals have lost all hope of ever being employed and are not ac-
tively seeking work, they represent a largely unseen part of our na-
tion's unemployment picture. And they represent an uncounted
share of the human potential of our country.

It is important for us to get these statistics on the record, to
draw more attention to these realities and to begin to see just what
these figures mean in terms of lives without hope ano lost produc-
tivity. This hearing will put some of the information on the record
and will give us an opportunity to look at specific recommenda-
tions for making inroads into the complex unemployment problem
of persons with disabilities.

The picture is not without hope. When we have made an effort
through legislation to get people with disabilities into productive
workthrough the Rehabilitation Act, for examplethat effort
has been enormously successful. There are no areas of federal in-
volvement where we have seen more of an economic benefit to the
nation, and the benefits in terms of human lives has been incalcu-
lable. We have many examples of ways in which the "abilities" of
the disabled have enriched society. But when millions of our citi-
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zens with disabilities continue to live at home, with less income,
less social life, and less hope than other Americans, it is clear that
we have not done enough.

The richest resource our nation has is its human potential. We
cannot afford to continue to lose this potential. For human, social
and economic reasons, we must do more to move people from de-
pendency to productivity. I know we will hear some helpful recom-
mendations today on how we can do that, and I look forward to the
testimony.

OPENING STATEMENT OF SENATOR LOWELL WEICKER, JR.

Senator WEICKER. Today the Subcommittee on Employment and
Productivity and the Subcommittee on the Handicapped meet joint-
ly to hear testimony on the status of employment for individuals
with disabilities.

The interests of our two subcommittees overlap when it comes to
issues related to the employment of persons with disabilities. The
Rehabilitation Act, which is under the jurisdiction of the Subcom-
mittee on the Handicapped, has been enormously successful in get-
ting disabled people employed. Yet the unemployment statistics
among the disabled indicate that the Rehabilitation Act programs
are not enough. It is my hope that, by working together. these sub-
committees will ensure that the needs of disabled Americans are
recognized in any comprehensive employment legislation Congress
considers.

Disabled individuals have demonstrated their capabilities. It i.
now up to us to continue to build upon their proven track record of
success in becoming independent, productive taxpayers.

Last year, we made substantial strides forward in this regard
through amendments to the Rehabilitation and Education of the
Handicapped Acts. Last month, amendments were incluc' 4 in the
Senate-passed Jobs for Employable Individuals Act to further en-
hance employment opportunities for the disabled. And this year,
we will reauthorize the Developmental Disabilities Act, which con-
tains an important employment priority for States.

But again, we are not doing enough. Today we will hear testimo-
ny on the status of employment from the perspective of disabled
individuals themselves, and their employers. This testimony will be
critical in helping both subcommittees understand what additional
challenges remain for us to increase employment opportunities for
all disabled individuals, regardless of the severity of their disabil-
ity.

Finally, I would like to commend Senator Simon, chairman of
the Subcommittee on Employment and Productivity, and Senator
Harkin, chairman of the Subcommittee on the Handicapped, for
holding this joint hearing, and I look forward to working with
them and the other subcommittee members during this session of
Congress to address the employment needs of disabled individuals.

OPENING STATEMENT OF SENATOR TOM HARKIN

Senator HARKIN, I want to take just a moment if I may to say
how pleased I am that the Subcommittee on Employment and Pro-
ductivity, under the chairmanship of Senator Simon, has chosen to

i©
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focus on the unemployment of handicapped persons. It's refreshing
to see the needs of disabled Americans addressed by the Senate
outside of the traditional setting of the Subcommittee on the
Handicapped. Thank you Mr. Chairman for agreeing to this joint
hearing.

Although I am the new chairman of the Subcommittee on the
Handicapped, it doesn't take a great deal of experience or insight
to figure out that when we have two-thirds of all disabled Ameri-
cans between the ages of 16 and 64 unemployed, and when two-
thirds of that grOup want to work, but can't find or afford employ-
ment, we've got'a real problem.

As a nation, we've progressed in our attitudes toward people
with disabilities. We're beginning to view people with handicaps in
terms of what they can do, not in terms of their limitations. How-
ever, we as a nation have a long way to go. Discrimination on the
basis of handicap is still a major problem facing disabled people.
Disabled people lack adequate training and educatioa to enter the
competitive employment market. They also face disincentives to
employment. For some, in order for job opportunities to be mean-
ingful, there must be accessible transportation, attenderit care, and
other necessary support services.

I have a brother, an older brother, who because he was deaf was
told by his teachers at the school for the deaf he attended in Iowa
that he would become a baker. Well he didn't want to become a
baker. But he did for a short period. Fortunately, he eventually
found other employment which he enjoyed. Thus, I guess, given the,
unemployment rate for handicapped persons, my brother was lucky
to find any job at all. But, we as a nation cannot conclude that jus-
tice has been achieved when a handicapped person's opportunities
and choices are limited. We must insist that handicapped persons
have choices and that there are opportunities for advancement in a
job. We must be talking about the same opportunities that nonhan-
dicapped individuals take for grantedthe dignity of working, of
moN,ing up in a job, of failing now and then, and of becoming part
of our towns and communities.

In sum, we know that handicapped people are to be emplf.lyed
we know that they want to be employed. We must ensure that
handicapped people are provided the opportunities.

[The prepared statement of Senator Stafford follows:]
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SENATOR ROBERT T. STAFFORD

OPENING STATEMENT

JOINT HEARING

APRIL 28, 1987

MR. CHAIRMAN, I CONGRATULATE YOU ON CONDUCTING A HEARING ON

THE VERY IMPORTANT TOPIC OF THE EMPLOYMENT OF DISABLED

INDIVIDUALS.

CURRENTLY THE PRIMARY PROGRAM AVAILABLE TO TRAIN

INDIVIDUALS WITH DISAnILITIES IS THE FEDERAL VOCATIONAL

REHABILITATION ACT. ACCORDING TO THE 1986 ANNUAL REPORT OF THE

REHABILITATION SERVICES ADMINISTRATION 79 PER CENT OF THE 221,652

INDIVIDUALS REHABILITATED WERE RACED IN COMPE1ITIVE JOBS. IN

VERMONT AND IN OTHER STATES THE REHABILITATION AGENCIES HAVE

BECOME VERY INNOVATIVE IN SERVING THE GREATEST NUMBER OF

INDIVIDUALS WITH LIMITED RESOURCES. PART OF THIS SUCCESS HAS

BEEN THE STRONG INVOLVEMENT OF BUSINESS.

GIVEN THE FACT THAT THERE ARE 14 MILLION DISABLED

INDIVIDUALS OVER THE AGE OF 18 IN THIS COUNTRY AND ONLY FIVE

MILLION OF THEM ARE EMPLOYED SPEAKS TO THE NEED THESE INDIVIDUALS

HAVE IN BECOMING EMPLOYED. UNFORTUNATELY, THE ILOME LEVEL OF

DISABLED INDIVIDUALS IS LOWER THAN FOR ANY OTHER MINORITY GROUP
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PAGE 2

IN THIS COUNTRY. OVER 50 PER CENT OF DISAAED AMERICANS HAVE A

HOUSEHOLD INCOME OF $15,000 OR LESS. THIS IS MORE THAN TWICE

THAT OF NON-DISABLED AMERICANS.

MR. CHAIRMAN, THE STATISTICS SPEAK FOR THEMSELVES OF THE

LACK OF INCENTIVES TO ENCOURAGE THE EMPLOYMENT OF DISABLED

INDIVIDUALS. I LOOK FORWARD TO HEARING FROM THE DISTINGUISHED

WITNESSES WHO ARE WITH US TODAY.

13
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Senator HARKIN. Our next panel would be Humphrey Taylor,
President, Louis Harris and Associates, New York City, and Harold
Russell, Chairman, F resident's Committee on Employment of the
Handicapped.

Again, we welcome both of you to the panel. Harold, it is always
good to see you again.

Mr. RUSSELL. It is always good to be here.
Senator HAIKIN. I am afraid I am going to have to apologize and

leave for a few minutes. We are having a markup in another com-
mittee just down the hall, and I have to go to the markup of Sena-
tor I tetzenbaum's subcommittee and then I will be right back. I
will be back in 20 or 25 minutes.

Senator &mom And let me just add, if anyone needs an inter-
preter here, there is an interpreter for the deaf. I guess we should
be asking the question in sign language and not--

Senator HARKIN. Does anyone need an interpreter?
Senator SIMON. All right. Thank you.
Senator HARKIN. I am just told they are running late, so I do not

have to leave right now. I can hear your fine testimony. Again, we
certainly welcome you to the joint meeting of the two subcommit-
tees.

I will just tell you that your statements will be made a part of
the record in their entirety and you can proceed as you so desire,
whichever one of you wants to go first.

Mr. Taylor?

STATEMENT OF HUMPIL',EY TAYLOR, LOUIS HARRIS & ASSOCI-
ATES, INC., NEW YORK, NY; AND IIAROLD RUSSELL, CHAIRMAN,
PRESIDENT'S COMMITTEE ON EMPLOYMENrn ')F THE HANDI-
CAPPED

Mr. TAYLOR. Mr. Chairman, Senators, it is a ege to be here
again if, for reasons which are beyond the derstanding of a poll-
ster, there has been a change in the chairmanship of the Commit-
tees since my testimony at the beginning of last year.

In that testimor I summarized the key findings of the first ever
survey of a cross-section of disabled Americans. I will not waste
your time repeating what I said then, except to emphasize one
point, the enormous human, social and economic benefits which
would flow from increasing the number of disabled people in paid
employment.

We found that there are some 27 million adult Americans living
at home with physical, mental or psychological impairments,
which, to put it in context, is larger than the number of adult
black Americans and almost twice the number of adult Hispanics.

By almost any definition, these 27 million disabled Americans
are uniquely underprivileged and disadvantaged. They are much
poorer, much less well educated and, having much less social life,
enjoy fewer amenities and have a lower level of life satisfaction
than other Americans.

The big divide within the disabled population is between those
who work and those who do not work. The rleta point overwhelm-
ingly to the conclusion that the best way to improve the quality of
life of most disabled Americans is to find them paid employment.
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However, the sad truth is that only one in four of the 19 million
disabled people age 16 to 64 are working full-time; a further 10 per-
cent are working part-time, two-thirds are not working at all. And
of this majority who are not working, fully two-thirds say they
want to work. In other words, about 44 percent of all disabled
adults under 65, that is almost 8.5 million people, want to work but
cannot find a job.

The challenge which was posed by the first survey was, there-
fore, what can we do as a society to help find employment for more
of these people.

An obvious question, of course, is could the private sector employ
more of them, and, if so, what would it take to make this happen. I
was delighted, therefa,e, when the Harris firm was asked by the
International Center for the Disabled, the National Conference on
the Handicapped, and the President's Commission on Employment
of the Handicapped to conduct a new survey of private sector em-
ployers to try to answer these questions.

Let me add that this new survey was only made possible by gen-
erous grants from three Federal Government agencies, the Office of
Human Development Services, the Employment and Training Ad-
ministration, and the Social Security Administration, as well as
support from the J.M. Foundation and the private sector.

This new survey, called ICD Survey II, Employing Disabled
Americans, is based on 921 interviews with employers in large,
medium size and smaller companies. At the risk of oversimplifying
the findings, let me just check off a few which seem to be most rel-
evant to this Committee:

1. Disabled people make very good employees. Overwhelming ma-
jorities of managers give disabled employees a good or excellent
rating on their overall job performance. Disabled employees are
highly rated by their employers on their overall job performance,
on their willingness to work hard, on reliability, attendance aid
punctuality, productivity, and desire for promotion.

2. Cost is not a barrier to the increased employment of disabled
people. A three-fourths majority of all three manager groups say
that the average cost of employing a disabled person is about the
same as the cost of employing a non-disabled person.

3. Well, that is obviously very good news, but it is only a small
part of the total picture. Unfortunately, strong performance eval-
uations and an absence of cost barriers have not translated into
widespread hiring of disabled employees. For example, only 43 per-
cent of Equal Employment Opportunity officers in companies
which have them say that their company has hired a disabled em-
ployee in the previous twelve months, a finding which helps to ex-
plain the low level of employment we repor'al in our first survey.

4. The biggest single barrier to the increas I employment of dis-
abled people is the shortage of qualified job ai. , licants. Companies
that have not hired disabled people in the past tnree years say that
a lack of qualified applicants is the most important reason.

The message in this finding is very clear: Increase the pool of
qualified disabled people through education and appropriate train-
ing efforts and the number who find work will rise dramatically.

5. A second key barrier is that few companies have established a
policy or program for the hiring of disabled employees. Only 37

15
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percent of managers say that their company has such a policy or
program, and these are mostly large companies. These policies are
important. Companies which have them are much more likely to
hire disabled workers.

The survey also underlines the importance of the vital role of
raising the consciousness of middle managers about employing dis-
abled people and ensuring that hiring policies are followed, a role
for top management.

6. Unfortunately, such leadership is rare. Managers generally
display a low level of consciousness toward disabled people as a
group. This is an important barrier to their increased employment.

7. On a more positive note, the majority of managers say that
their companies can provide in-house training for disabled employ-
ees.

8. Other positive findings deal v, ith the rehabilitation of disabled
employees. Most employers who have dealt with employees who
become disabled say that a majority of these employees return to
work. Most employers are supportive cf, and committed to, the re-
habilitation of employees who become disabled. However, there is a
fair amount of complacency. Most employers believe that the com-
panies are already doing enough to rehabilitate disabled employees;
only tiny minorities believe they should make any greater efforts.

9. That finding underlines a level of complacency and a lack of
consciousness of the problems of disabled Americans generally. For
example, most managers think that their companies are already
doing enough to employ disabled people and should not make
greater efforts to employ them.

10. We asked managers to rate the effectiveness of proposed
changes, and we found that managers generally express strong sup-
port for many diffe:?nt proposed initiatives and policy changes de-
signed to help increase employment of disabled people.

The proposals thought by employers to have the most potential
were, in order of their perceived effectiveness: Establishing direct
training and recruiting programs with -hools and vocational reha-
bilitation agencies; having more companies provide internships or
part-time jobs to disabled persons as an introduction to full-time
jobs; having employers explain specific functional requirements as
part of joh descriptions for open positions; having the government
provide additional tax deductions for expensive accommodations, or
share in their cost; having the government subsidize salaries for se-
verely disabled employees for a trial period, having disability pro-
fessionals give technical assistance or counsel to employers for ac-
commodations or problems with specific employees; and having
chief executive officers establish voluntary employment targets for
disabled people.

If I may very briefly summarize our findings, I would stress first
of all the very important findings which are encouraging:

That employers give their disabled employees high marks as
hard working, reliable and productive employees; that the cost of
employing disabled people is not a significant barrier in most cases;
and that most employers appear to be willing to consider the em-
ployment of more disabled people if they are qualified.

16
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However, the evidence of this survey is that, without some new
stimulation, the employment of disabled people is unlikely to in-
crease significantly. Why?

Because most managers think their companies are already doing
enough to employ disabled people and should not make greater ef-
forts to do so; most employers believe that the shortage of disabled
job applicants with appropriate qualifications is a major barrier to
their employing more disabled people; and because employers give
the hiring of disabled people a lower priority than the hiring of
people from minority groups. And disabled people are less likely
than are minorities or the elderly to be viewed as an excellent
source of employees, because they lack experience or qualifications.

I conclude from the survey that efforts to increase the empl )37-
ment of disabled people will only succeed if there is an increase in
the number of job applicants who are perceived by employers to he
qualified, through better education and better training; and if em-
ployers arc, pressured, cajoled, incented, or lead to give the employ-
ment of disabled people a higher priority than they give it now.

If that happens, millions of disabled people will enjoy much
richer and fuller lives than they do today. Thousands of employers
will have more productive and reliable employees, and we will all
benefit through the many economic benefits which come from
moving people from welfare and dependency into productive em-
ployment. Thank you.

[The prepared statement of Mr. Taylor follows:]
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LOUIS HARMS AINO ASSOCIA7CS INC

Statement of Humphrey Taylor

President, Louis Harris and Associates, Inc
Senate Subcommittee on the Handicapped and
Senate Subcommittee on Employment and Productivity
April 28, 1987

Washington, D.C.

Hr. Chairaan, it is a privilege to be here again even if, for reasons which
are beyond the understanding of a pollster, there has been a change in the
Chairmanship of your Committees since my testimony of January 1986.

In that testimony I summarized the key findings of the first ever survey of
a cross-section of disabled Americans. I won't waste your time repeating what I
said then -- except on one point the enormous human, social and economic
benefits which would flow from increasing the nt.mber of disabled people in paid
employment.

Among the most important findings of that survey were the following:

(1) There are some 27 million adult Americans living at home with

physical. mental or psychological impairments, which is larger than
the number of adult black Americans and aimost twice the number of
ad6lt Hispanics.

(2) By almost any definition these 27 million disabled Americans -re
uniquely underprivileged and disadvantaged. They are much poorer,
much less well educated and, have much less social life, enjoy few
amenities and have a lover level of life satisfaction than other
Americans.

(3) The big divide, within the disabled population, is between those who
work and those who do not work. The data point overwhelmingly to the
conclusion that the best way to improve the quality of life o' most
disabled Americans is to find them paid employment.

, ) HoweyuGuahe ms),,r11-6)4h is that only one in four (257.) of the illci

millIonApeopleTile working full Ome; a further 10% are working part
time; two-thirds are not working at all.

(5) Of this majority who are not working, fully two-thirds wahey want
to work., Ir other words, about 44% of all disabled adargA-- that's
almost amillion people -- want to work but can't find a job. In
most cases they don't even try to find one.

The challenge which was posed by the first survey was therefore, "What can
we do, as a society, to help rind employment for these people?"

An obvious question, of course, is -- could the private sector employ more
of them? And, if so, what would it take to make this happen? I was delighted,
therefore, when the Harris firm was asked by the International Center for the
Disabled, the National Council on the Handicapped, and the President's
Commission on Employment of the Handicapped to conduct a new survey of private
sector emp)overs to find the answers to these questions.

1.8
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Let me add that this new survey was only made possible by generous grants
from three federal government agencies, the Office of Hunan Development
Services, the Employment and Training Administration, the Social Security
Administration, and by support from the J.M. Foundation and the private sector

This new survey, The ICD Survey II: Employ_ng Disabled Americans, is based
on 921 interviews with employers in large, medium size and smaller companies.

At the risk of over-simplifying the findings,, let me check off what I see as the

most relevant to your committees:

(1) Disabled people make very good employees. Overwhelming majorities of

managers give disabled employees a good or excellent rating on their

overall job performance. Only one in twenty managers say that
disabled employees' job performance is only fair, and virtually no one

says that they do poor work. Disabled employees are highly rated by

their employers on their overall job performance, on willingness to
work hard, on reliability, attendance and punctuality, productivity,

and desire foe promotion.

Nearly all disabled employees are thought to do their jobs as well or

better than other employees in similar jobs.

(2) Cost is not a barrier to the increased employment of disabled people
A three-fourths majority of all three manager groups say that the
average cost of employing a disabled person is 'bout the same as the

cost of employing a non-disabled person.

A Large majority of managers also say that making accommodations for

disabled employees is not expensive. The cost of accommodations

rarely drives the cost of employment above the average range of costs

for all employees.

(3) Well, that's all very good news. But its only a small part of the

picture Unfortunately. Strong performance evaluations and an

absence of cost barriers have not translated into widespread hiring of

disabled employees. For example, only 43% of EEO officers in
companies which have them say that their company has hired a disabled

employee in the past year a finding which helps to explain the low

level of employment we reported in our first survey.

(4) The biggest single barrier to the increased employment of disabled
people is the shortage of qualified lob applicants. Companies that

have not hired disabled people in the past three years say that a lack
of qualified applicants is the most important reason

The message in this finding is clear: increase the pool of qualified
disabled people through education and appropriate training efforts and

the number who find work will rise dramatically.

(5) A second key barrier is that few companies have established a pol_cy
or program for the hiring of disabled employees. Only 37% of Tanagers

say that their company has such a policy or program, and these are

mostly large companies. These policies are important. Companies with

them are much more likely to hire disabled workers

19
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Which underlines the fact revealed in other findings of our survey

that top managers }'lay a vital role in raising the consciousness of

middle managers about employing disabled people, and ensuring that

hiring policies are followed.

(6) Unfortunately, such leadership is rare. Managers generally display a

low level of consciousness toward disabled people as a group. This is

an important barrier to their increased employment. Clearly the

consciousness of all managers -- top, middle, and line supervisors --

toward disabled people needs to be raised.

(7)
On a more positive note, the majority of managers say that their

companies can provide in-house training for disabled employees. Sixty

percent of top managers and 61% of EEO officers soy their companies

can do this. Among small businesses, however, only 46% of managers

say they can provide in-house training.

(8) Other positive findings deal with the rehabilitation of disabled

employees. Most employers who have dealt with employees who become
disabled say that a majority of these employees return to work. Host

employers are supportive of, and committed to, the rehabilitation of

employees, who become disabled. However, that does not mean that

companies will do more in the future than they do now. Most employers

believe that their companies are doing enough to rehabilitate disabled

employees. Only tiny minorities believe they should make greater

efforts.

(9) That finding indicates a level of complacency and a lack of conscious-

ness of the problems of disabled Americans. For example, most

managers think that their companies are already doing enough to employ

disabled people, and should not make greater efforts-to employ them.

S cty-seven percent of top managers, 71% of EEO officers, and 70% of

department beads and line managers think that their companies are
doing enough now to employ disabled people.

However, in a somewhat contradictory response, majorities of managers
also think it is somewhat likely or very likely that their companies

will make greater efforts to employ disabled people in the next three

years. But even if many managers are really willing -- at least in

theory -- to try harder to employ disabled people, they will only do

so if there are more qualified applicants.

(10) We asked managers to rate the effectiveness of proposed changes, and

we found that managers generally express strong support for many

different proposed initiatives and policy changes designed to help

increase employment of disabled people. These include steps and

changes that could be taken by employers, federal and state agencies,
legislatures, private rehabilitation agencies and placement services,

and foundations.

Fr
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The proposals tIlught by employers to have the most potential were, in
order of their perceived effectiveness.

Establishing direct training and recruiting programs with schools
and vocational rehabilitation agencies.

Having more companies provide internships or part time jogs to
disabled persons as an introduction to full time jobs.

Having employers explain specific functional requirements as part
of job descriptions for open positions.

Having the government provide additional tax deductions for
expensive accommodations, or share in their cost.

Having the government subsidize salaries for severely disabled
employees for a trial period.

Having disability profecsienals give technical assistance or
counsel tc employers for accommodations or problems with specific
employees. And

Having chief executive officers establish voluntary employment
targets for disabled people.

IN CONCLUSION

There are several important findings in this survey which are very
encouraging:

Employers give their disabled employees nigh marks as hard
working, reliable and productive employees.

The cost of employing disabled people is not a significant
barrier.

Host employers appear to be willing to consider the employment of
more disabled people if they are qualified.

However, the evidence of this survey is that without some new stimulation,
the employment of disabled people is unlikely to increase significantly:

Host managers think their companies are already doing enough to
employ disabled people and should not make greater efforts to do
so.

Most employers believe that the shortage of disabled job
applicants with appropriate qualifications is a major barrier to
their employing more disabled people.

Employers give the hiring of disabled people a lower priority
than the hiring of people from minority groups. And disabled
people are less likely than are minorities or the elderly to be
viewed as an excellent source of employees -- because they lack
experience or qualifications.

21
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I conclude from the survey that efforts to inc-ease the employment of
disabled people will only succeed tnerefore if:

There is an increase in the nuevr of job applicants who are
perceived by employers to Je qualified -- through better
education or training.

And if employers are pressured, cajoled, incented, or lead to
give the employment of disabled people a nigher priority than
they give it now.

If that happens millions of disabled people will enjoy much richer and
fuller lives than they do today. Thousands of employers will have more
productive and reliable employees. And we will all benefit thr^ugh the many
economic benefits which come from moving people from welfare and dependency into
productive employment.
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Senator HARKIN. Humphrey, thank you very much for your fine
statement. - -

Harold, let us go to you and then we will have questions.
Mr. RUSSELL. Thank you, Senator.
I am very pleased to be with you this morning, having been

given this opportunity to comn 9nt on this most important legisla-
tion, the Guaranteed Job Opportunity Act. I am very pleased that
the language of this Act includes some provisions for people with
disabilities.

Without specific inclusion of people with disabilities, we know
from sad experience that the chances are that they will be ex-
cluded from participation in many of the programs that this Act
would establish. They would be excluded because they have been
perceived as taking scarce resources away from others. They would
be excluded because this is the history of people with disabilities
separate, segregated and excluded.

"Not working is today's definition, the truest definition of what
it means to be disabled in the United States. This definition comes
from the 1586 Lou Harris and Associates study, "Disabled Ameri-
cans 'Self-Perceptions." The study reinforces our knowledge of dis-
aLility, and underlines our need for action.

Over two-thirds of working age Americans with disabilities are
out of the labor force. This is the highest unemployment rate of
any minority group, higher even than the rate of unemployment
found among inner-city black teenagers. To be disabled in the
United States is to be less educated, to have fewer skills, to have
lower incomes, to have no job. Yet, among two-thirds of the dis-
abled Americans who are out of the labor force, 66 percent would
like to have a job. Motivation is clearly there.

And this Act would be instrumental in seeing that these motivat-
ed people get the training and the job opportunities that they so
badly need and want. Thirty-eight percent of working-age people
with disabilities are either not working or are working only part-
time, and say their under-education and lack of marketable job
skills are important reasons why they are not working full-time.

This and other information of the Harris Survey are included
and analyzed in a new publication, "Out of the Job Market: A Na-
tional Crisis," just released by the President's Committee.

Mr. Chairman, I have a copy to leave with you today and I have
also copies to be mailed to all the members of the Committee. Addi-
tional copies are being sent to all of those who are interested.

Last year, the President's Committee on Employment of the
Handicapped joined the National Council on the Handicapped and
the International Center for the Disabled in sponsoring a second
Louis Harris Survey. This study, entitled "Employing Disabled
Americans," surveyed employers, their attitudes and pr ctices.

"Employing Disabled Americans" finds enormous acceptance
among employers toward workers with disabilities. Overwhelming
majorities of managers rate employees with disabilities as good or
excellent on overall job per'ormance. This strong performance
rating does not translate 'nto jobs, unfortunately.

Only 43 percent of EEO officers say that their companies hired
disabled employees in the past year; 66 percent of managers cite
the lack of qualified applicants as the most important reason that
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they have not hired any people with disabilities within the past
three years.

"Employing Disabled Americans" once again identifies the lack
of job skills and low education levels found among many Ameri-
cans with disabilities. It heightens our concern for job training and
retraining, for many adults with disabilities received their educa-
tion prior to 1975, long before the Education for All handicapped
Children Act became the law of the land.

The President's Committee recently issued two studies concern-
ing data pertinent to the subject of these hearings. The first sum-
marized the participation of people with disabilities in the Job
Training Partnership Act, JTPA. Results continue to improve with
participation of adults and youth with disabilities in Title IIA, in-
creasing from 7.6% in PY 1984 to 9.7% in PY 1986. In PY 1984,
7.5% of all Title II-A. youth terminees were youth with disabilities.
In PY 86, that figure rose to 11.6%.

Although some progress is very evident, there are problems. Par-
ticipation rates vary significantly among State to State. PY 1986
participation of youth with disabilities ranges from a low of 1.4%
to a high of 49.1%.

The second study is the report of first-year college students with
disabilities, prepared in cooperation with the American Council on
Education. Recognizing the importance of higher education in pre-
paring individuals for a career, we need to know how well students
with disabilities are faring.

The most recent data indicates that 7.4 percent of the 1985 col-
lege freshmen had a disability, a significant improvement over the
2.6 percent of college freshmen with disabilities in 1978, which was
the first year of recorded data.

Recent congressional actions will serve to insure continued
progress. The 1986 amendments to the Rehabilitation Act certainly
strengthened that program. The provisions in the Jobs for Employ-
ment Dependent Individuals will be helpful, yet much more needs
to be done.

By specifically including people with disabilities in the Guaran-
teed Job Opportunity Act, Congress will have taken a major step to
increase job opportunities for people with disabilities, a step that
must be taken to begin to redress that special, segregated, excluded
status that haunts Americans with disabilities.

Thank you, Mr. Chairman. I appreciate this opportunity to
appear before this distinguished Committee.

[The prepared statement of Mr. Russell with attachments fol-
lows:]
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As I mentioned in my testimony on April 28, 1987, the

President's Committee recently pt. Nlished Out of the Job

Market: A National Crisis." The following excerpts from this

rublication, which is available free upon request, present

clearly the intolerable employment crisis facing the

disability community today. They indicate furthermore, the

strong desire of people with disabilities to be employed anti

to be integrated, productive members of out society.

"Today, as the economy enters its fourth full year of

recovery from the 1981-83 recession, unemployment in our

nation is in the 7% range. Some 11 million jobs have been

created in the past 48 months alone. Participation by women

in the nation's labor force has never been higher.

"Yet there is a segment of the population that has regressed

proportionally in its participation in the labor force.

Disabled people. today are less likely to be at work than they

were in 1980-and even less than in 1970.

"Just one-third of disabled working-aye Americans work.

Among disabled women, just one in every five has a ]oo. Among

disabled men, about four of every tPn ha,,e jobs.

"The cost to our nation of tens of millions of disabled

r, r'4 0
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persons out of the labor force is staggering In 1985, the

Federal Government spent $62 billion on subsidies, medical

case, and other programs for disabled persons, of which more

than 93% was to support out-of-work individuals with

disabilities.

"There is a popular myth that d. abled people prefer to

receive benefits rather than work. In this publ cation, we

explode that myth. Sixty-six percent of all disabled adults

of working age (16-64 years old) who do not now work say they

want to work. While 70% of disabled beneficiaries say they

would lose benefits if they worked full-tire, lust 18% ol.

those asked in a nationwide poll by Louis Harris and

Associates to idetify important reasons why they were not

working cited loss of benefits as a major concern. Five

million disabled Americans are on Social Security Disability

Insurance or Supplemental Security Income rolls---but many

would rather leave those rolls and go to work."

A number of employers, both large and small, have developed

some outstanding initiatives to help rectify this problem.

Although they certainly are not sufficient to reverse the

situation. I world be remiss if I did not mention some of

these efforts.

There are two main types of private sector initiatives: (I)

27
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those where businesses form an alliance in order to achieve

specific goals; and (II) those whereby individual companies

exc,1 at recruitment or retention of workers with

disabilities.

Type I is best typified by BIPED (Business Information

Processing Education for the Disabled), a non-profit

corporation to train individuals with severe physical

disabilities in computer programming. Formed in 1980 and

located in the Fairfield, CT/ Westchester Count

BIPED

y, NY area,

has provided tuition-free education in computer

programm ,- and related data processing areas to persons with

disabilities, with the concurrent objective of placing

graduating students from the BIPED program in viable jobs.

Some of the companies involved from its inception are

Perkin-Elmer Corp, GTE, IBM, GECC, American Can Co., Aetna

Life & Casualty, Xerox, Readers Digest and Tombrock Corp.

Another outstanding example of a group movement is the

Massachusetts Corporate Partnership Program. This

unincorporated alliance of more than a hundred companies

exchanges information on job opportunities and accommodations

for people with di abilities, as well as updated resources on

job-ready clients and agency services. The founders of the

Partnership were the major films around Boston, but the

Partnership now includes many smaller businesses throughout

Massachusetts.
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NEABIR, The New England Association of Business, Industry and

Rehabilitation, Inc., is a regional network of Projects With

Industry programs with sites throughout New England.

Although grant money is provided through State Vocational

1.thabilitation Services, companies are heavily involved in

developing relevant training programs and hiring trainA

persons with disabilities.
Companies involved over the years

have been Pratt & Whitney Aircraft Division of United

Technologies, Aetna Life and Casualty, Northeast Utilities,

Friendly Ice Cream Corp., General Dynamics, CIGNA Corp., Dow

Chemic41 U.S.A., The Travelers, Sears, Roebuck & Co.,

Raytheon, and many many local businesses.

Other companies are grouped around a trade or industry. The

National Restaurant Association is responsible for the

involvement of hundreds of restaurants in training and hiring

people with disabilities by actively bringing business and

rehabilitation together in consortia. Companies within these

trade groupings, such as McDonald's, Marriott Corporation

etc. have been very active.

In Iowa, in FY 1984-85, 185 job placements in the food

service industry alone were achieved. Too numerous to

mention here in its entirety, the lest includes Pizza Hut,

Denny's, McDonald's, Ramada Inn, Holiday Inn, Hardee's, SAGA,

Hilton Hotels, Stouffers, Wendy's, as well as many local
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small companies. Outstanding for their strong training

programs are McDonald's (the McJobs Program), Burger King

(P-Kapable), Marriott and Sheraton. Other trade groupings

through which many training and hiring projects have been

achieved are the Edison Electric Institute (the public

service power companies) and the Electronics Industry

Foundation.

Type II consists of the many individual exemplary employer

programs. Each year the President's Committee and the State

Governors' Committees recogrize both large and small empoyers

for their ,...utstanding commitment and contributions.

Examples: ITT, both in the USA and abroad, has hired and

established special training courses for people with visual

and hearing impairments.

DuPont, for many years the leader in the field of hiring

people with disabilities, has excelled in retaining persons

with limitations, as have 3M Corporation, AT&T, Sears,

Roebuck and Co, and otter "giants" of business.

Control Data has put its own technology to good use for

itself and its employees with disabilities, and developed a

program called "Homework" for home-based employees with

severe disabilities.

t.,
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The 3M Corporation is a pioneer in providing special aids and

services as well as in-house rehabilitatIon to employees with

disabilities.

Merck & Co., like Dupont, focuses on skills and knowledge

rather than handicaps in order to retain extremely valuable

workers with disabilities.

A smaller company, Herman Miller, has a special transitional

work program for persons disabled on t!,= job to enable them

to gradually return to fulltime employment.

An even smaller business, Sea World of Calfornia, working

with the Association of Retarded Citizens, not only utilizes

many men and women with developmental disabilities in their

operation, but also teaches Association clients good work

habits so they can be competitively employed at other

companies.

In spite of the excellent intentions and successes of these

and other unmentioned programs, the employment status of most

Americans with disabilities is grave, and intolerable. Much,

much more needs to be done by all sectors of our society. The

time is long past for this Nation to waste the vast human

resources and potential of all of nlir citizens,, whether they

happen to have a disability or not.

31



27

The President's Cotruntttee on Employmentof the Handicapped
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June 5, 1987

The Honorable To Harkin
Chairman, Subcommittee on the handicapped
Committee on Labor and Human Resources
U. S. Senate
Washington, DC 20510

Dear Senator Harkin:

It is a pleasure to write and thank you for the opportunity to
testify on employment of individuals with disabilities before the
Subcommittees on the Handicapped and on Employment and
Productivity.

I have reviewed and edited the transcript of my testimony and, as
requested, am returning it to Mr. Powell. I am sending him, also,
an additional statement which I hope can be included in the
record. It contains several excerpts from the President's
Committee's recent publication "Out of the Job Market: National
Crisis", which clearly summarize the unemployment crisis in the
disability population and also the eagerness of individuals with
disabilities for employment.

Although the unemployment rate among individuals with disabilities
is intolerably high, it would be unfair not to note that
outstanding efforts are being made by some employers to recruit,
train, place, retain and advance workers with disabilities. In
the hope that as more employers learn what can be done, more will
be done, I am also including information on a number of their
initiatives.
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Once again, I must thank you and say how eager I an to continue to

work with you to improve opportunities for the independence for

our citizens with disabilities.

Sincerely

Harold Russell
Chairman
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Out of the
Job Market:
A National Crisis

Two-thirds of disabled adults without jobs say they want
to work including homemakers and persons over
65 years of age

1

75-743 0 - 87 - 2

The President's Committee
on Employment

of the Handicapped
Washington, D.C. 20036
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Today, as the economy enters its fourth full
}ear of recovery from the 1981-1983 recession,
unemployment in our nation is in the 7% range
Some 11 million jobs have been created in the
past 48 months alone Participation by women in
the nation's labor force has never been higher

Yet there is a segment of the population that
has regressed proportionally in its participatioi, in
the labor force Disabled people today are less
likely to be at work than they were in 1980
and even less than in 1970

Just one-third of disabled working-age
Amencans work Among disabled women, just
one in every five has a job Among disabled men,
about ;bur of every ten have jobs

The cost to our nation of tens of millions of
disabled persons out of the labor force is
staggenng In 1985. the Federal Government
spent S62 billion on subsidies, medical care, and
other programs for disabled persons. of which
more than 93% was to support out-of-work
individuals with disabilities

Ironically, Amencan businesses have mventcd
remarkable new technologies that actually do the
things many disabled people can't do on their
own We have machines that "read" typed
matenals automatically We have inexpensive
devices that "speak" text, so learning-disabled
or blind persons can hear what they cannot read
We have machines that "hear" and "understand"
speech so that people who are very severely
disabled and cannot move their fingers can, anu
do, work Just around the corner are voice
recognition technologies that will let deaf and
severely hearing imparted people understand
conversational speech. Including television, radio,
and the telephone

Most of these aids are here, now But few
employers know about them and fewer disabled
people are aware of how dramatically these

Executive Summary by Harold Russell

devices could change their lives There are other
problems as well Costs of the new aids often are
high And, each advance in technology helps
nondisabled people at least as much zs it does
persons with disabilities Here, as in so many
other areas of employment for people with
disablities, we find a daunting communication
gap A gap that must be filled

The challenge is clear

Equally clear is the role the President's
Committee and Governor's Committees on
Employment of the Handicapped must play As
the Federal Government's only organization
focusing exclusively upon employment of persons
who are disabled, the President's Committee can
stimulate pnvate sector initiatives among its
thousands of volunteers and many corporate

members The President's Committee can
provide, through its Job Accommodation
Network, toll-free help to employers looking for
accommodations for disabled jobseekers and
workers Through Disabled USA and other
publications, the President's Committee can
communicate directly to tens of thousands of
disabled adults and tell them about ne-;
employment opportunities Through conferences
that bnng togetl- employers, disabled people,
parents, and advocates, the President's Committee
can provide a forum for solutions to long-term
problems that have to date denied disabled people
a chance to support themselves and their families,
perhaps the most basic building block of The
American Dream

The President's Committee understands the
challenge before all of us and is determined to
respond The Committee recently reorganized its
staff to channel it's energies directly toward the
real issuedoing everything pos sible to enhance
employment of persons with disabilities The
Committee's Annual Meeting has been revamped
and charged with the task of assessing progress

1



toward the goal of providing eery disabled
American who wants to work with a real chance
at a job The Committee is reaching out to
organizations representing women, disabled
veterans, members of minority groups, and older
Americans to link its arms with theirs, so that
together we can solve the urgent employment
problems of all people who have disabilities

In this report, we offer exciting information
suggesting that, after decades of difficulty in
placing disabled people in suitable jobs, both
employers and disabled adults themselves now are
posed to make 3 new beginning We have a better
chance of success now than at any time in the 39
years 11,e President's Committee has been in
existence

There is a popular myth that disabled people
prefer to receive benefits ather than work In this
publication, v exnlo" mat my'h Sixty -six
percent of al; irs bled 'dulls of working age
(16-64 years old) who do not now work say thay
want to work While 70% of disabled beneficiaries
say they would lose benefits if they worked full-
lime, just 18% of those asked in a nationwide poll
by Louis Hams and Associates to identify
important reasons why they were not working
cited loss of benefits as a major concern Fiv.-
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million disabled Americans are on Social Su city
Disability Insurance or Supplemental Secur.ty
Income rolls but many would rather leave those
rolls and go to work.

Tie other trends are converging to open for
us a window of opportunity the changing nature
of jobs in America, the aging of the baby-boom
generation, and the emergence of new
technologies By taking advantage of these
factors, we as a nation can place hundreds of
thousands of disabled Americans into good jobs

and sharply reduce Federal disability benefit
spending

)04

Employers
and disabled
adults them-
selves now arc
pot,..ul to make
a new beginning
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For most of the world's history, people with
disabilities have been hidden away in attics,
institutions, and "special programs" The first
real employment breakthrough for large numbers
of persons with disabilities came during World
War II. when hundreds of thousands were put to
work while "our boys" were overseas By all
accounts, the disabled emnloyees performed very
well

In 1945, millions of American military men
returned from active service While many took
advantage of the "GI Bill" to go to college, large
numbers resumed the jobs they had held prior to
Pea: ' arlr in doing so, they displaced many
worr, and .ndividuals with disabilities who had
been wcrlung to maintain domestic production

America's priority in those post-war years was
to return the jobs to veterans, not to reward people
with disabilities who had perfonited civilian work
at home This the way most people felt it should
be In ret,spect, perhaps more should have been
don. to capitalize on the performance record of
people with disabilities.

As it was, in August 1945, Congress passed a
joint resolution calling for a "National Employ
the Physically Handicapped Week" The purpose
was to encourage employers to use the skills that
workers with disabilities had developed during the
war years. Two years later, an Executive Order
formally established the "President's Committee
on National Employ the Physically Handicapped
Week".

Consumer Involvement and Volunteer Action

From the beginning, people with disabilities
were key players in the President's Committee
In fact, it was Paul A Strachan, president of the
American Federation of the Physically
Handicapped, himself a deaf individual with other
disabilities as well, who specrheaded the elf.,
create the Committee

ONE: The First Forty Years

The ('resident's Committee alwa s has been
organized primarily around volunteer action
Congress appropriated few funds to carry out
nationwide activities In addition, for years there
were no laws or "affirmative action" guidelines
for employers The term "reasonable
accommodation" was not even coined until th.
Committee was already in its second decade
Since there were no laws, there were no
enforcement mechanisms for action against
employers who did not hire disabled people until
the 1970's There wereand are noquotas,
goals or timetables for measurement of progress
Still, even in its first year, the Committee's work
resulted in considerable progress in generating
jobs for persons with disabilities progress that
has continued

"It's Good Business"

A 1948 study by the Bureau of Labor Statistics
of the U S Department of Labor provided
Information about job performance by people with
disabilities that the President's Committee was to
use over the years in communicating with the
nation's employers The Bureau of Labor Statistics
survey found that, on the average, workers with
disabilities had fewer accidents, were absent no
more often, and most important, were as
productive, and at times more productive, than
workers without disabilities These facts, eye-
opening at the time, have since become common
knowledge among employers, in large part
because of the Committee's work.

It was not until 1973 that Congress put any
teeth into Federal programs on employment of
disabled individuals In Public Law 93-112, the
Rehabilitation Act, Congress said in Section 503
that firms doing business with the Federal
Government must tats ;.;.,coed "affirmative
action in employing, advancing, and supervising
people with disabilities One year later, in the
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Vietnam-era Veterans Readjustment Assistance
Act of 1974, Congress used virtually the same
language to require, in Section 402, that
contractors and sub-contractors take affirmative
action in hiring Vietnam veterans and disabled
veterans

In a country of about four million employers.
Congress restricted Federal requirements to take
affirmative action toward handicapped individuals
and disabled veterans to "federal contractors"
This limited affirmative action to 225,000
establishments in 30,000 companies handling
contracts with F. Aral agencies and in their 75.000
sub-contractors Thus, only some employers are
affected by Sections 503 and 402

Federal Regulation)

Authority to implement and enforce these
provisions was given to the U.S Department of
Labor's Office of Federal Contract Compliance
Programs (OFCCP) The President's Committee
Affirmative Action Committee members
participated on task forces writing the regulations
Once they were published, the President's
Committee assumed the role of communicating
the provisions of the statutes to employers and to
people with disabilities alike distributing
100,000 copies of a pocket guide on Section 503,
providing technical assistance to employers and
people with disabilities, and hosting many
conferences on the regulations

Neither Section f 03 nor Section 402 requires
any goals or timetables There are no numbers to
report or to follow Rather, the regulations
implementing these statutes say that each
handicapped individual or disabled veteran who
qualifies for a particular position must be given
an equal opportunity to get that job "Reasonable
accommodations ' are to be made by the contractor
or subcontractor to the known limitations of the
individual Company facilities used by all
employees, such as employment offices, company
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cafetenas, and restrooms are to be mai. physically

accessible Posters proclaiming the company to
be an affirmative action employer of persons with
disabilities are to be prominently displayed in the
workplace

People Talkinz to PCODte

The President's Committee hosted meetings at
which company executives talked with consumer
advocates about how compliance could be
improved In the mic11970's, the committee
issued the f ' ndely disseminated summary of
disablity demographics One in Eleven responded
to employer inquiries asking, "How many
handicapped people are there?" At the Annual
Meeting of the President's Committee, seminars
were held at which experts explained how the
statutes worked Employers told other employers
what lessons they had learned in interpreting
regulatory terms such as "handicapped
individual", "reasonable accommodation", and
"affirmative action"

The Annual Meeting routinely attracted about
4,000 people to the nation's capital In addition
to scheduled speakers and workshops, these
meetings provided a forum for advocates,
employers, educators, and service providers
Sometimes, these ad hoc sessions produced
unexpected results It was during the 1974 Annual
Mczting, for example, that disability advocates
met to form the American Coalition of Citizens
with Disabilities (ACCD), a group that became
the premier advocate for people with disabilities
during the late 1970's and early 1980's

When regulations implementing Section 504 of
the 1973 Rehabilition Act appeared in 1977, the
President's Committee brought together
representatives from the U S Department of
Health, Education and Welfare (HEW since split
Into the Department of Health and Human Services
and the Department of Fiucation), on the one



hand, and the Department of Labor, on the other
The Committee invited advocates for disabled
people and experts on rehabilitation to these
sessions In these meetings, we sought to find
solutions to problems facing mployers who were
subject to the somewhat different requirements of
Sections 503 and 504

Publications

The President's Committee also cooperated
with the Public Affairs Committee, a private
organization in New York City, to produce two
very widely disseminated pamphlets on
employment of disabled people We used
Performance magazine (later Disabled USA) to
spread the word about employment of people with
disabilities And we issued reports to respond to
employer desires to learn more about the
affirmative action implications of specific
disabling conditions, such as lower back pain.
alcoholism and dnig abuse, and mental
retardation

Over the years, however, we at the President's
Committee came to appreciate keenly that
changing the attitudes of employers toward people
with disabilities may take as long as a generation
Laws can change behac ior. but not necessarily
attitudes

Focus on Employment

During the 1970's and early 1980's. the
President's Committee was the only national
organization which addressed issues relating to
disability Today, there are groups, agencies and
programs which deal with such concerns as
independent living and transporation Thus the
President's Committee can use its fuP energies to
focus upon employment

This concentration on employment is reflected,
for example, in the 30 local conferences un
"Pathways to Employment' that the President s
Committee has sponsored, and our successful
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efforts to Help people with disabilities to become
eligible for participation in Job Training
Partnership Act (JTPA) programs It appears, too.
in our cooperation with the Date Foundation to
publish Disabled Americans at Work and our
series of four booklets on demographics Disabled
Adults In America Disabled Women in America
Black Adults with DisabiLties, and Disabled
Adults of Hispanic Origin Each focuses
exclusively upon working-age disabled
individuals

It is reflected, as well, in our new format for
the Annual Meeting The 1986 meeting, for
example, became 'Tne National Conference on
Employment of People with Disabilities And it
is reflected in the way we have revitalized our
organizational structure to take increased
advantage of our staff's expertise

Substance Abuse

In recent years, some new aspects of
employment of people with disabilities have
surfaced One that particularly troubled many
employers was the decision by Congress and the
courts that people who are alcoholics and drug
abusers are in fact handicapped individuals under
certain circumstances The Federal government
itself, under the Alcohol Abuse ze't of !970, for
example, must provide medical treatment and
rehabilitation services to Federal employees who
have alcohol or drug problems Only if such
services are not successful may an agency proceed
to dismiss the employee Under terms of Public
Law 95.602. the 1978 Rehabilitation,
Comprehensive Services and Developmental
Disabilities Amendments, individuals with
substance abuse problems that do not .esult in
work-related problems may not be discriminated
against, and must tie accorded counseling and
other assistance by the employer The President s
Committee responded by offering assistance to
emptoyen ce,neerned with the problem



One of the most significant undertakings by the
President's Committee in recent years has been
formation of JAN the Job Accommodation
Network Created by the Employer Committee of
the President's Committee, JAN is funded by
grants from the National Institute on Disability
and Rehabilitation Research and The Services
Administration The President s Committee
administers the program and the toll-free
(1-800-JAN-PCEH) are staffed at the Restlrch
and Training Center at the University of I. est

Virginia

JAN provides employers with an opportunity
to talk with other employers about reasonable
ac,:ommotlations A computenzed database
containing mom than 5,000 accommodations
which have actually been made by employers is
.earcht,d by tru. ned human factors consultants in
.esponse to specific ree,aests by employers
Publicized in CI.- wc,it Street Journal, Harvard
Business Review, and other highly respected
publications reaching business people, JAN is
growing each month Since its founding, JAN has
received more than 4,000 calls for infoimatioi
and assistance Ninety-four percent of those
calling bye said that JAN met their needs ,nd
100% reported that they would use JAN again the
next time they had an accommodatior .ced

New chdlengo

Even as we are meeting these challenges, new
ones surface. In late 1985 and early 1986,
disability employment ex .its concluded that
individuals with acquired immune deficiency
syndrome (AIDS) are, in fact, handicapped
individuals This finding startled many employers,
who are wondenng what to do for theiremployees
who contract AIDS As more thm 26,000
instances of AIDS have been reported, the problem
is spreading While BankA menca .incl some other
West Coast firms have developed guidelines for
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dealing with AIDS, surveys show, most other
companies have not developed clear-cut policies
regarding instances of AIDS in the workplace A
small percentage have formal, wntten policies
The President's Committee addressed the issue in

special seminar at the 1986 Annual Meeting,
and has issued a policy developed by its Ernp1oyer
Committee and its Medical Advisory Committee

As we review the past in preparation for our
40th anniversary in 1987, the President's
Committee recognizes the need to keep looking
ahead, In this publication, we focus on current
and emerging .ssues in disability employment
and on directions for future action

In late 1985
and early 1986,
disability em-
ployment experts
concluded that
uulividuals with
acquired immune
deficiency
syndrome (AIDS)
are, in fact,
handicapped



What is happening in the American labor force
is it prepared to accept more jobseekers with

disabilities/ If so, what kinds of jobs would these
people do/

Working

In America today, about 118,000,000 people
between the ages of 16 and 64 work full or part-
time They represent about 47% of all Americans

but 78% of the 151,000,000 persons in that
age range Most Americans between the ages of
16 and 64, that is, work

The proportion of working-age men who work
is 88% And that of working-age women who
work is 69% In fact, even among mothers with
school-age children, a majority work

We see a very different picture when we look
at people who are disabled

Chart 1: WORKING OR NOT WORKING

era

Males: Nondisabled Working

Males: Disabled Working
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TWO: The Job Market

'ff America's working-age individuals with
disabilities, just 4,366,000 worked full or part-
time in 1984 That is 12% of all disabled
Americansand 35% of the 13,000,000 disabled
persons of working age Most disabled people
between 'ae ages of 16 and 64, then, don't work
The stunning fact is that two-thirds don't have
jobs The proporation of working-age men with
disabilities who worked at all in 1984 is 42%
And that of working-age women with disabilities
who worked full or part-time, year-round or
part-year, is just 29% Many had part-time or
part-year jobs In fact, only three in every ['in
disabled working-age males and just two in e..ery
ten working-age females with disabilities had
full-time jobs

These numbers are the most recent we have
They come from the highly respected "Current
Population Survey" of the U S. Census Bureau
The study was done in March, 1985

Females Nondisabled Working

Females. Disabled Working

Most Americans work full time or part-time By contrast, most disabled adults do not
Source U S Bureau of Census, 1985
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The Labor Market

Amenca's jobs are changing very dramatically
Five decades ago, 12,500,000 people worked on
farms today, just 3,750,000 do Ten years a,o,
I ,13' AO workers were engaged in making steel
and other metal products, today, 3G0,000 fewer
are By contrast, in 1970, 14,770,000 Amencans
were managers or professionals, by 1980,
22,653,000 were, for a 50% Increase in just one
decade Among personnel managers, the growth
over those ten years was a staggenng 340%, from
65,000 to 220,000, among architects and urban
planners, it was 100%, and among executives ma
other managers, it was 75%.

Twenty years ago, much construction was of
factones, warehouses, and assembly plants There
were understandable obstacles facing people with
disabilities looking for work in such buildings
most jobs Involved heavy lifting, fine-motor
control activities, and a lot of moving around
And there was danger for people who were deaf,
who were blind, or who had epilepsy, because
cranes and other heavy equipment could cause
them to be injured on the job

Today, however, 70% of all U S jobs are
service jobs and half are infomiation positions.
Most buildings going up now are not factones but
office facilities. We have slashed agncultural
employment to single-digit levels (about 3% of
all employees work on farms) And we have
exported to other countries many hundreds of
thousands of manufactunng jobs.

The fastest-growing jobs in today's market are
in sales and telemarketing, health care, financial
services, leisure and travel services, and
information collection and interpretation These
jobs Involve much less nsk of accident or injury
to workers In additon, of course, regulation of
workplace safet" is greatly Improved over what
we have known in the past.
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If there ever were legitimate life-safety reasons
for not employing people who have disabilities
those reasons are all but gone today

Technology

One of the most fascinating changes of the
1980's with :spat to the prospects for gainful
empty -nem by persons with disabilities is the
erne. .ce of high technology equipment and
software that literally does what some disabilities
prevent.

Many thousands of people who are blind have
been told, over the years, that they cannot be
employed "because you can't keep up with the
paperwork". Today, we have the following aids
readily available:

ammo, that "read" reports, letters and other
documents as rapidly as eight pages per minute
and automatically enter text into a word
processor or microcomputer That is faster than
most sighted people can read and far faster
than any clerk/typist can type.

SMS1103:11111airM, that "speak" out loud
whatever words are on the screens of work
processors or microcomputers Many blind
people listen to these synthesizers at a speed of
350 words per minute, or twice as fast .s most
people talk.

Braille part terg that work with word processors
or microcomputers to automatically translate
into Braille virtually any textual information

Individuals who are blind not only can "keep
up with the paperwork", but actually can do so
as fast as most sighted people Significant
problems remain costs :.re often high, speech
synthesizers won't work with some software
programs, and the trend toward more graphics and
"le., " on computer screens creates difficulties
for many individual who are blind



For people who are deaf, the age-old excuse
for not being hired is You can't use the
telephone" Today, hundreds of thousands of deaf
people have Telecommunications Devices for the
Deaf (TDDs) that allow them to talk with anyone
else who also has a TDD or, through a "TDD
relay service", with anyone anywhere who has a
telephone In 1985, one company introduced a
software program that automatically converts
messages composed on the keys of any tcuch-tone
telephone into primed words that appear on the
screen of a microcomputer

Forpeople who cannot type conventionally, we
have inexpensive aids that permit them to "type"
by pointing a light pen at the letters they want
entered. We have other devices that expand one
or a few typed letters into complete words, phrase:,
or even sentences

And speech recognition by microcomputers is
no more than a handful of years away This year
one manufacture- Introduced a "hearing
typewnter" that prints, with perfect spelling,
what it hears. This machine has a vocabulary of
100,000 words and accepts spoken input at the
rate of 150 words a minute Incredibly, it compares
sounds to text in its memory eight times per
second. What this means for individuals who are
quadnplegic, for many people v ho are blind, and
what It will mean soon for people who am deaf,
once the machines become capable of
understanding more than one voice at a time, can

scarcely be descnbed First, though, costs must
come down and we must get the mathines to
the people who need them

Today, It is not even necessary to "come to 'he
office" In some cases, IBM's Kevin Riley and
National Institute of Health's Rick Filgnm m? two
examples of young men with quadnplegia who
work from their homes by talking to their
computers
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Increasingly, rehabilitation professionals are
asking "Does the employer really care whether
fingers type words" Does it really matter whether
cars hear thee' And is is truly important whether
eyes read them7" Employers, f part,
frequently surprise themselves by responding,
emphatically "Not"

Baby Boorn/Babv Bust

Employers became accustomed during the
1960's, 1970' s and early 1980's to having a large
surplus of supply over demand there were many
more qualified jobseekers than jobs Quite
suddenly, that has changed

We usually descnbe the "baby boom
generation" as comprised of people born between
the years of 1947 and 1964. A little arithmetic
immedielly tells us something of great
importance to the labor market. the youngest baby
boomers tumed 22 in 1986 Thai is, most baby
boomers already are in the labor force In some
states, notably oil-pi od:Icing Texas and
Oklahoma, the general economy fumed weak in
the mid 1980's Elsewhere, however, the impact
of the relatively ''bahr bust" generation is
being felt In job-nu .1 massachusetts and New
York's Long Island, the effect is dramatic Faced
with a sudden and acute lack of jcbseekers,
employvis had to dust off ages-old strategies to
recruit people to fill lobs Bloomingdales found
itself paying emp'mees 55Opist to bring a friend
in for a job interview Other coil panies paid the

.1d-trip bus fares of workers willing to come
far -flung communities M:Donald's,

r King and other fast-food establishments
iiscovered that they no 1-nger could attract
mployets by offering minimum wage and

quickly raised pay by as much as 50% Still other
firms turned to a 3nce-ignored o p, older
America's, to fill part-time and pa, aron jobs
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The Massachusetts state government, faced with
what was close to "zero unemployment ", geared
up to employ more than 28,000 welfare recipients

An Opening - At Last?

Does all of this indicate that Amenca is ready,
for the first time since World War II, to employ
large numbers of people with disabilities', The
President's Committee believes that in many
states it may well be and we are prepared to
respond

The last time we had such a potentially fa.mrable
climate for employment of people with disabilities
was during the mid 1940's, with many men
overseas in battle Now, as then, things still could
go wrong the economy may weaken
nationwide, for example, making job prospects as
poor throughout the nation as they now are in
Oklahoma, Louisiana, and Texas, Technology
may fail to keep its glowing promise The country
may decide that employment of people with
disabilities is not as important as the President's
Committee thinks it is

Nonetheless, today we have a chance for a
sustained growth in employment for people who
are disabled We have this opportunity for all the
reasons discussed earlier and listed below

Life-safety dangers at work are sharply fewer
in numba in today's worksites,

Today's jobs are more suitable than ever for
people who are disabled,

Technology increasingly is making disability
irrelevant at the workplace, and

Employers are more and more eager to find
qualified workers, as the number of youth
leaving schools for jobs continues to fall

This immediately raises a question "What
about all those able-bodied people out there')

10
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Won't they triter the job market and take jobs that
otherwise might go to individuals with

To answer that question, let us look at the
results of a recent study by the Bureau of Labor
Statistics In 1983, the Bureau found that 89 6%
of the 62,665,000 persons, aged 16 or over who
were not in the labor force, did not want to work
These 56,161,000 individuals had different
reasons for not seeking employment Half (50 5%)
were "keeping house ", while others were retired,
seriously ill or disabled Of those who expressed
a desire to work, but said they were not actively
seeking employment at the time, 25 2% thought
they could not get a job, 24 7% were in school,
21 7% were keeping house, and 12% were "ill
or disabled"

This suggests what is in fact true large numbers
of people are not in the labor force For reasons
of their own, they are neither working nor seeking
work That is as true now as it always has been
Thus, the likelihood is that large numbers will not
compete with disabled jobseekers for available
positions.

The labor market has a history of absorbing
large numbers of new workers as the economy
expands In 1950, only 18,408,000 women over
16 years of age were in the labor force, out of a
total of 54,289,000 such women By 1983,
according to the Bureau of Labor Statistics,
48,646,000 women 16-and-over were in the labor
force As more and more women sought
employment, the job market expanded to
accommodate 30 million more female workers
To illustrate how staggering that growth was,
consider that only 16,659,000 more men were
working in 1983 than in 1950

191Lattiocal Abstract of thejLimeLStates Table 664.
Page 3% US Government Printing Office 1985



What happened was that societal values
changed In 1950, it was socially acceptable for
women to remain out of the labor force, by 1983,
the socially approved role for many women was
a lifestyle that included employment It was
important to us that women be able to work And
the economy responded by generating enough jobs
so that most women wanting employment could
get it

If the economy continue, to expand throughout
the 1980's, we can do for disabled people what
we as a nation did for women find sufficient
numbers of job opportunities so that most disabled
individuals who want to work can do so It will
take a national commitment to do the job we as
a country must say that this 1., a priority for us

Chart 2: DISABILITY AND AGE
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Disability is something that happens to us as we live
It becomes more likely as we get older
Source U S Bureau of the Census, 1985

As bright as the picture potentially is, we must
recognize the limitations that still face us
Employer concerns about hiring disabled people
remain high in many industries Some individuals
with disabilities believe they are better otf not
working The dazzling new technologies remain
out of reach for poor persons with disabilities
Many persons who are disabled are close to
retirement age And a recession may greatly
diminish opportunities for expansion in the job
market Then, too, there is only so much that a
Federal agency as small as is the President's
Committee can do to influence our nation's
societal values and employment practices But the
,. iportant point now is that a great deal can be
done and we muss grasp the opportunity
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Chart 3: AGE AT ONSET

Another look at disability and age
Source Data from Louis Hams and

Associates, Inc :1986
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THREE: People With Disabilities and Employment

What about people who are disabled
themselvesare they prepared to respond to the
emerging employment opportunities" The
President's Committee is pleased to present some
Important information indicating that the answer
to this vital question is, "Yes,"

Author Frame Bowe has advanced the "theory
of thirds" to describe the population of 16-64 year
old adults with disabilities * As he notes, the
"thirds" are not actually syrnetncal

About three in every ten disabled adults (31 3%)
are in the labor force Another 41 2% receive
Federal Social Security Disability Insurance.
(SSDI) or Supplemental Security Income (SSI)
benefits because of disability And 25% are neither
on payrolls nor on aid rolls. The 1985 Current
Population Survey (CPS) upon which he reports
does not include questions probing why some
disabled adults work while others do not

Fortunately, Louis Harris and Associates
conducted a nationwide poll of disabled adults in
late 1985 that helps us to understand more about
the hopes, fears and lives of disabled adults t

The Theory of the Thirds

For years, disability advocates have suffered
from a lack of accurate statistical information
Now, for a change, we have the luxury of two
nearly concurrent studiesone examining in
detail the employment and economic status of
adults with disabilities, and the other looking at
an almost identical population, but this time
asking probing, personal questions about beliefs,
backgrounds, and barriers

Bowe. F DiAbled In 1985 A P' matt of DisatattAjigils_
Hot Spnngs, AR University of Arkanca, 1986

t Louis Hams and Associates asaeled Arnencaus Self
Perceptions New York 1986
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Beneficiaries One persistent question about
disabled adults over the past decade has been that
of whether a majority really wants to work The
1985 Current Population Survey (CPS). March
Supplement, by the U S Census Bureau offers
important insights into this issue Thus, while
42% of disabled adults received sam or SSI
benefits, the stt.'y shows that a large number of
these individuals, in fact more than half (56 1%),
were between 55 and 64 years of age, many were
in early retirement By contrast, just l2.2% of
disabled 16-64 year old beneficiaries are in the
prime working years, 35-44 Only 9 3% are 25-34
and 27 6% were ,eterans In fact, 50 9% of all
disabled males receiving benefits because of
disability were veterans

In America, veterans benefits frequently are
linked to employability As a result, many disabled
veterans must earn a significant wage to offset
potential benefit losses However. it is more likely
that disabled veterans seeking work fail to get jobs
due to employer resistance to hiring them

Of the 5,161,000 disabled persons aged 16-64
receiving SSDI or SSI because of disability,
2,893,000 are 55 to 64 years of age And
1,425,000 persons, including some who are
55-64, are veterans If we were to eliminate
veterans and persons over 54 years old from the
pool of individuals receiving benefits, we would
discover that we have reduced the size of the
receiving-benefits population by two-thirds

The ostensible preference of many disables
people for benefits always has been rather
puzzling These individuals have to forego
"substantial gainful activity"level earnings,
thus. they may make just S300 or so per month
without jeopardizing their benefits In fact, the
average income from all sou-ces of disabled
persons receiving benefits was just $5,345
(median) and $7,610 (mean) Jr, 1984 Twenty-nine
percent live in poverty



Why do two million non-veteran, under-55
disabled persons accept these limitations in their
lives') Without asking them directly, the hest we
can do is to speculate Probably the most direct
indicator is the fact that 84% of all beneficianes
with disabilities aged 16-64 are severely disabled,
of whom half are 55-64 In other words, the
combination of severe disability, which often
imposes heavy medical care burdens, and near-
retirement age probably makes many of these
people feel that they cannot get a good Job

Labor Force Participants Adults sv,,h
disabilities in the second category, those who
participate in the labor force, are on average much
younger than are benefit recipients Bowe also
reports that, not surprisingly. those disabled ad...ts
who participate in the labor force are better
educated than are those who do not Four in ten
of labor force participants are high school
graduates, and one in every seven is a college
graduate They are also, however, less likely than
are non-working persons with disabilities to be
severely disabled According to the 1985 Current
Population Survey, only 10 2% of severely
disabled adults of working age are in the labor
force

For peop1:- with disabilities, the evidence in tf
Cv-rent Population Survey on income of fats-
force participants is encouraging Disabled ach Its
received, from all sources, about twice as such
as did disabled non labor force participant The
median for disabled persons participating n the
labor force was $11.553 in 1984 as agairst
$14,514 for nondisabled labor force, participants
The mean was $14,894 vs $17,434 for nondisabled

adults These income levels are 83% as mush as
those of nondisabled persons who participate in
the labor force

This is vital information It shows that when
people with disabilities persist in their efforts to
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get good Jobs, they do nearly as we financially
as do nondisabled people

However, as Table I illustrates, not enough
disabled people are at work In fast, due largely
to recessions in the 1970's and early 1980 s, few er
work tc Jay than in 1970 or 1980

"Ni Pay, No Aid Earnings levels of workers
with d ,abilities must seem espes tally entning to
the fi ial "third- of the working-age disabled
pope anonthose receiving neither ben fit
checks nor pay checks According to the 1985
CPy , the median income in 1984 from all sources
oft us 26 7% of the population wastust $3,013,
the mean was a slightly higher $3,755

Women with disabilities in this third category--
nd they constitute fully 64% of all disabled

persons in this grouphad a median income of
$2,222 and a mean income of $2,560

All of this suggests that most people who are
disabled probably want to work To be sure,
however, we shout' .sk them directly That is
w hat Louis Harris and Assosiates did in late 1985

Table 1

Labor-force Participatton and Lmploament of Persons
with Dtsabilities Selected Years

[Numbers in Thousands]

In Labor Force F-mplmedPro.1111, Year

Year Total Male Fermat Total Male 1 male
1970 4 9Th i 592 1 945 4 581 1 127 1 254
1980 4 595 a 055 1 540 4 SOrt 2 980 1 628
1985 1 847 2 161 I 494 4 166 2 626 1 7411

Sours U S Bureau of the Census

The drop off So disabled mall s is rank ul ,rls striking NIthough
women a oh disabilihes music %ODIC progress between 1970 and
192,0 their gains acre far more modest than were those of
no,disahled females

S
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The Harris Study

In 1985. the National Council on the
Handicapped. a presidentially appointed body of
15 persons, considered commissioning a
nationwide poll to supplement a report they were
required to give to Congress by February 1986
One member of the Council, New York's Jeremiah
Milbank, Jr., took the initiative to arrange pnvate
financing through the International Center for the
Disabled (ICD) Milbank and other Council
members then worked with ICD to provide
technical assistance to Louis Hams and Associates
in planning the first ever nationwide poll of a
random sample of disabled Amencans

The poll was conducted in December, 1985,
and the results released in March, 1986 The
Hams warn called more than 16,000 randomly
generated numbers in order to locate and interview
1.030 adults who are disabled Each interview
took approximately 30 minutes

The Hams interviewers first assembled basic
demographic information in order to descnbe the

population It is reassuring to statisticians that
Hams found almost exactly what the Census
Bureau reported in the same yearthat two-thirds
of the Amencans who are disabled do not work
Hams also found, as did the Census Bureau, that
the more severe the disability, the greater the
likelihood that an individual was receiving
benefits There were many other points of
confluence

What happened is that although the Hams team

and the Census Bureau workers talked with
different disabled people, both used random
sampling approaches, which, according to
statistical theory, means that results of both studies
are generalizable to the same universe of people
adults who are disabled Both, too, were done in
1985 So. we have two portraits of the same
population at about the same time
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But Hams asked some questions the Census
Bureau did not ask id the answers to these
questions are highly revealing

kite at Onset In addition to inquinng about
disability status, the Hams group asked persons
being interviewed the age at which they became
disabled Thus. Hams was able to look separately
at people who became disabled early in life, on
the one hand, and those who became disabled
later, or. the other The two groups were. it turns
out, quite different

Those who became disabled early in life were
more likely to be working at the time of the study
than were later disabled individuals In fact. of
all 16-64 year-old persons who were disabled and
who were working. 20% became disabled before
leaving adolescence, and an additional 41%
became disabled early in adulthood

By contrast, among all 16-64 year-old adults
with disabilities who were not working, 31%
became disabled in middle age, and another 23%
became disabled after age 55

Hams speculatesand the President's
Committee agreesthat what was happening
apparently is tha' people who became disabled
early in life had adjusted to the disability and had
gone on to have careers. People who lived most
of their hves as nondisabled individuals and then
became disabled in their 50's however, seem to
interpret disability as preventink, them from
continuing to work

Whatever the reasons, the finding is a cntically
Important one early disabled people are better at
finding and keeping jobs than the Census Bureau
statistics seeme 4 to indicate That is, their success
was "hidden" by the large numbers of later
disabled persons who were out of the labor force
In this area. as m M.oy tne results are

encouraging for anyone interested in promoting
employment of persons who are disabled



The age-at-o,..,et question also provided
confirmation of Census Bureau reports those who
are out of the labor force are more likely to descnbe
themselves as severely disabled than are those
who participate in the labor force

Self-perception Hams asked the 1,000 persons
with disabilities whether they considered
themselves to be disabled Overall, among those
aged 16-64, 47% said. "Yes" The proportions
were very different, however, between those who
were working and those who were not Among
working persons who were disabled, a remarkable
three out of every four (73%) said they did not
consider themselves to be disabled By contrast,
six in every ten (59%) of those not working said
they thought of themselves as disabled

Hams defined respondents as disabled if they
reported physical. sensory (hearing, vision),
mental, emotional, speaking or learning
disabilities, if they were limited in work orother
activities due to a health condition or disability,
or if they considered or believed other people
would consider them to be disabled

The President's Committee has long believed
that individuals with disabilities who arc
successfully employed often tend to believe that
they are not handicapped For example, in
explaining the data we reported in Disabled Adults
1r Amenca (President's Committee, 19!.5), we
said that there was no other way to interpret the
figures except to recognize that when people who
a::: disabled get jobs, keep them, and surmount
obstacles in other aspects of their daily lives, they
tend to regard their limitations as minor or non-
handicapping When asked by the Census Bureau
or by Harris or any other pollster if he or she has
a physical, mental or other health condition which
has lasted six months or longer and which limits
the amount or kind or work, school or other
acti Ines he or she can do, it is quite logical for
a disabled person who no longer encounters major
problems in these areas to respond, No
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A similar indication of the same phenomenon
emerged when Hams asked its 1,000 respondei, s
with disabilities about satisfaction with their own
lives Eighty percent of all working people
between the ages of 16 and 64 descnbed
themselves as "very Ansfied" (48%) or
"somewhat satisfied" (32%) By contrast. just
12% sold they were "somewhat dissatisfied" and
only 3% were "very dissatisfied"

Hams found a different picture when it asked
the same question of non-working people who
were disabled. Just 62% descnbed themselves as
"very satisfied" or "somewhat satisfied", while
one-third (33%) said they were -somewhat
dissatisfied" or "very dissatisfied"

This helps to confirm what we suggested earlier,
while looking at the 1985 Current Population
Survey data from the Census Bureau. Many
persons with disabilities who are not now working
are less than satisfied with their lives But would
they want to work'?

Attitudes Toward Working The Hams team
asked working-age persons with disabilities who
were unemployed at the time of the study, unable
to work due to disability, retired, engaged in
housekeeping or working as volunteers, whether
or not they would take a job if one were available

Chart 4: WANT TO WORK

Twothirds of disabled adults without jobs say they want
to work including homemakers and persons over
65 years of age
Source Louis Harris and Associates, 15

Inc , 1986



TWO in every three (66%) said they want to
work This high figure is especially impressive
when it is recalled that those asked :mil de retired
individuals under 65, homemakers, and people
who believe themselves to be severely disabled

As a follow-up question to many of the same
people, Hams asked respondents who were not
working what the most important reasons for their
current absence from the labor force Not
surprisingly, disability was cited by 78% as a
major reason More than half commented that
their need for medical treatment was a factor But
most other key reasons are conditions we as a
nation can do something about

Employer bias 47% said employers did not
recognize their ability to work full-time,

Lack of knowledge 40% said they could not
find or did not know how to find full-time jobs,

ThanEng. 38% said they did not nave the skills,
education or training to get a full-time job,

Transportation 28% reported that lack of
accessible transportation was a major bamer,

Accommodations. 23% said that they needed
special devices or equipment to work full-time

Remarkably, only 18% said that the prospect
of losing benefits was a mator concern This is
particularly impressive in view of the fact that
70% of those receiving benefits told the Hams
team that they would in fact lose benefits if they
worked full-time

And just 15% cited inability to arrange child
care or the pressure of other family
responsibilities

Accommodation: fhe Hams team asked
respondents who were working and these who had
worked while disabled whether their employers
made accommodations to their (mutations Only
one-third anvwereo that question affirmatively
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61% said that no accommodation was made or
needed-35% said the employer made one or
more accommodations, and four percent did not
respond

Again, we see an important implication for the
President's Committee It is vital that we get the
message out to employers that they should make
reasonable accommodations to the known
limitations of their employees And it is critical
that we educate persons who are disabled about
their right to reasonable accommodation V. here
there are no rights to reasonable accommodation,
we ought to undertake activities leading to
establishment of such r.shts

Knowledge About Government Services When
asked, only 60% of the 1.000 disabled Harris
respondents expressed familiarity with vocational
rehabilitation services--and just 13% had used
them

Only 31% expressed any familiarity with
Section 504 of the Rehabilitation Act of 1973
(Public Law 93-112). arguably the most important
civil rights statute enacted on behalf of people
with disabilities

From all of this, the President's Committee
concludes that most disabled adults are ready,
willing and able to workif they are made more
aware of their rights and of services available to
them, and if employers are better informed about
their responsibilities under law. abut assistance
available to them as employers, and about the
potential of disabled people as workers

Of America's
working age
mdividuals with
disabilities, Just
4,366,000 worked
full or part-time
in 1984



The Hams survey found that younger disabled
persons were most likely to be willing to work
and least likely to regard their disabilities as
serious obstacles to employment That is, they
generally were comfortable with their limitations,
had teamed how to deal with them, t,nd were ready
to pursue careers despite disabilities

The 16-24 year old group also is the first to
have benefited to any extent from the massive
changes in special education and in higher
education started by Section 504 of the
Rehabilitation Au of 1973 and Public Law 94-
142, the Education for All Handicapped Children
Act Today's 16 year old was five years old when
Public Law 94-142 was enacted and seven when
regulations for that law and for Section 504 were
Issued Thus, individuals who are now 16
benefited for most of their elementary, condary
and postsecondary years from the changes these
laws mandated Today's 24 year-olds were,
respectively, 13 and 15, and thus benefited from
Section 504 and Public Law 94-142 only during
their secondary and postsecondary years.

Although the years between 16 and 24 are often
times of stress for many youth, it is important to
recognize three other factors which are cause for
optimism about the prospects that many disabled
young people will be successful in their efforts to
get good jobs. These are

Assistance Begins. In recent years, the Federal
Government has begun to focus considerable
attention upon the special needs of "transition-
age" disabled persons More is needed These
individual, who are at an age in which many are
moving from schools to yobs, from parental
supervision to lives on their own, and from
institutional programs to community residence,
usually are between the ages of 16 and 24, and
thus are often eligible for daily special programs
and for protection against discrimination under
terms of Public Law 94-142 and Section 504

47

FOUR: Youth and Young Adults

The U S Education Department launched
several "transition" projects and targeted many
grant programs to this population In addition, the
Rehabilitation Services Administration reported
in its latest annual report to Congress that 37% of
all persons rehabilitated were under 24 years of
agefour times as many as the group's size would
seem to indicate

Less competition. The first "baby bust"
generation members are blessed by being few in
numberand in following hard upon a "baby
boom" generation that was huge in size There
are four million fewer 16-24 year-olds in 1986
than there were in 1980 Businesses that
traditionally have hired young people are finding
now that almost all the baby boomers are already
in the labor market, that they have to resort to
unusual measures to attract candidates for jobs
In this climate, disabled young i., :ople are more
likely than are disabled youth in several
generations to find employers open to hiring them

Small Size Not only are there fewer 16-24
year-olds in general, but the proportion of these
individuals that is disabled is smaller than that of
any other age range While 10% of school students
receive some special education programming,
only one in every thirty-three 16-24 year-olds has
a work disability, according to the U.S. Bureau
of the Census. The rate of work disability in this
age group, then, is just 2 9% In fact, there are
only slightly more than one million work-disabled
transition-age individuals in the United States
todayand they represent just 8 3% of the
working-age population of persois with
disabilities Thus, whatever we as a netion do for
employment of this population is magnified in its
impact because the benefits are spread over a
relatively small group of personseach of v. hom
receives relatively more than otherwise would be
the case

17
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Chart 5: BOOM TO BUST
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As the baby boom generation aged out of the 16-24 age range, transition-age youth
with and without disabilities have become fewer in number, reducing competition for lobs
Source U S Bureau of the Census, 1980, 1985

Recommendations

1 We should encourage these young people to
take full advantage of higher education
opportunities Today. thousands of colleges and
universities coast to coast are ready. willing and
able to accommodate their needs Like virtually
every other segment of society that focuses upon
young people, higher education is confronted by
a dramatically smaller 16-24 year-old population
To keep their enrollments up, many colleges are
expanding services to disabled students And
because of Section 504, they are required to admit
and provide supportive services for any disabled
students who meet their admission cntena and
demonstrate that with the accommodations, they
can do the assigned work

2 We should encourage these people not to
rely solely upon government Unfortunately, in
many states, disabled youth at state-operated
education programs and in some local schools we
automatically enrolled in Supplemental Security
Income (SSI) programs which sends the wrong

i8

message to impressionable 14 or 16 year-old
minds At the least, such efforts should be
augmented by employment-related endeavors

3 We should urge disabled youth with potential
for good careers to forego the readily available
minimum wage jobs and to continue to search for
jobs with a future

4 While disabled 16-24 year-olds are better
acquainted with Section 504 and Public Law
94-142 than are their eldersthese laws, after all.
are part of their daily liveswe must nonetheless
educate them about how to make maximum use
of rights and services

5 For other disabled individuals, we should be
encouraging employers of young people to
emulate innovative programs such as McDonald's
"Mclobs" effort as ways to meet recruitment
needs

6 We must find ways to channel the energies
and concerns of parents into activities that support
their children's work preparation



More than half of all disabled !I5-64 year-olds
are in the "middle group" of persors aged 25-54
They are neither young enough to benefit from
transition services nor old enough to be eligible
for early retirement

Most of these individuals "made it on their
own" without the benefits of Section 504 of
Public Law 94-142 The youngest were juniors in
high school before implementing regulations for
these laws appearedand the oldest already were
45 in 1977 The "middle group", then. in many
cases grew up with an image in their minds of
disability as "something wrong with you",
something stigmatizing, something associated
with chanty, nursing, and a life of dependency

A majonty were not disabled until well into
working age As the Hams survey found, people
who become disabled as adults tend to cope less
well with limitationsand to regard them as more
debilitating--than is the case with people who are
born disabled or become disabled in childhood or
adolescence People who become disabled in
adulthood are markedly less satisfied with their
lives than are early disabled people, according to
the Hams study. Often, an entire lifestyle chang,
expecially if counseling and other rehabilitation
services are not made available

In many ways, then, the "middle group" is in
need of mare help than are younger disabled
individuals Yet less assistance is made available

Sixty percent of the middle group is out of the
labor force These nearly four million disabled
people have needs that are very different from
those of younger or older indniduals with
disabilitiesneeds we are seldom prepared to
meet

The major issues with respect to these
individuals, the President's Committee believes,
are
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FIVE: The Middle Group

Advancement It is dunng these "peak"
employment years that most people make their
move from "a job" to "a career". That is, some
succeed .n moving up to better paying jobs with
more responsibility: others, however, do not

Our society offer ... very little in the way of
support for peopi.t with disabilities. Although the
Rehabilitation A :t of 1973, as amended, permits
state vocational reilabilita win agencies to provide
follow-up services to disabled persons desinng to
get better jobs, fiscal realities in recent years have
forced most agencies to attend much more to
disabled individuals looking for work Private
rehabilitation associations and groups, too, are
hard ressed for funds They also tend to focus
much more upon the needs of unemployed
Individuals.

Even looking at the disability press and at mass
media stories, we find a dearth of support for
people looking to upgrade their level of
employment. Rather, most stones highlight
individuals going througn medical and physical
restoration and those looking for, and landing,
their first jobs

The "myths" or ethos, in effect, is "Once
you've found a job, we can chalk you up as a
'success' and turn to the needs el others". The
President's Committee believes that this limited
vision of the potential of disabled people is
senously erroneousand intends to focus upon
career advancement for people with disabilities

Awareness Many working disabled persons
have had little exposure to disability rights Few
in the 25-54 age range are aware of Section 503.

which requires affirmative action by contractors
who do business with the Federal Government
And even fewer know about state and local
nondiscrimination and affirmative action laws
protecting them
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Peer Support In a few companies, but to date
only in very few, disabled employees have joined
together to provide peer counseling and other
supportive services At New England Telephone,
for example, it was not until 1986 that the
company's 400 disabled workers formed an
employee assocraion simihar to those women and
blacks had formed decades cache.

Equally critical, there is ao magazine or other
p-nodical providing to disabled workers the
support offered to women by sa,h publications as
Working Women and to blacks by Rion.

The President's Committee recognizes this gap
and intends to oJk with working disabled people
to find ways to fill it

Job Retention. We noted earlier in this
publication that just 2.9% of all youth afed 16-24
are disabled By the time disabled persons reach
the 45-54 age range, 10.7% ere disabled, or three

times as many For most disabled persons in the
middle group of persons aged 25.54, disability is
something that occurred after they had started to
work. For some, few adjustments are needed to
permit them to come back to work For others,
however, accommodations are required in order
to return to the job held pnor to the disabling
accident or illness For still others, return to the
previous job is not possible

In our society, workers' con'oensation
programs are the service of 11 t resol for ir
newly disabled employees. But workers'
compensation laws, most of which were wniten
decades ago and seldom updated since, actually
discourage many disabled persons from seeking
and taking advantage of vocational rehr.'llitation
services And workers' compensation benefits
sometimes actually exceed after tax earnings
before onset of disabilitythus discouraging
rapid return to work
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The President's Committee believes that the
nation's Governor's Comr..ittees have 41 role to
play in helping to facilitate job retention Because
workers' compensation laws are all state-based
statutes, we need state-based initiatives to
modernize th, programs

....!,reaca and Recrultrnem_ Although the
Federal Government has 1.-nvided CA.-n,
assistance `ter .ransit'on-age pelans,
there are far more chsat!ef_l !ndividuals in the
middle group who need help in gettino onto
payrolls. In fact, participation in the labor force
declines steadily throughout the age levels ...this
group, largely became so many of its .nembers
are newly disabled

The numbers are sobenng Of the 1.853,000
disabled adults aged 25-34, 900,000 are in the
labor force, for a 48 6% rate In the next range,
that of persons aged 35-44, just 921,000 of the
2,168,000 disabled adults, or 42 5% participate
in the labor tom: And among disabled persons
in the 45-54 age range. only 749,000 of the
2,407 000, or barely 31 1%, ...re in the labor force

Vocational rehabilitation programs, the most
logical source of assistance for these people,
expend fa: more resources upon under-24
individuals than on any older age group Of all
persons under 65 rehabilitated in 1981-1982, the
most recent year for which full data arc available
as this is wntten, 37% are under age 24 By
contrast, 27% were aged 25-34, 16 7% were in
the 35-44 age range, and 12 1% were 45-54 years
old

The President's C ..ee believes that it is
time we recognized that six times as many disabled
people who are not in the nation's labor forte are
in the middle group as in the transition-age
groupand focus our resources accordingly
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Chart 6 SLIPPING OUT OF THE LABOR FORCE
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is plow 11111 .istr...II
Although more people are disabled in each succeeding age range, participation
by disabled persons in the labor force steadilydeclines throughout the "middle years
Source: U S Bureau of the Census, 1985.

Recommendations

I We need to help private local, and
state counseling and vocational training
programs adapt their offenngs to meet the
needs of this middle group of 6,237,000
disabled persons. The highest pnorities for the
four million people out of the labor force Jeem
to be counseling, and medical restoration
services immediately after onset, followed by
rapid re-training to help the individualcontinue
the same land of work despite disabilityor to
learn different vocational skdlls.

2. It is urge' *hat we as a nation get the
word across to employers that disabled
individuals have potential Huge numbers of
workers with disabilities have been "stuck"
in jobs because employers do not recognize
that they can be trained for and placed in better
jobs. In part, this is our fault, those of us in
the disability community, because our message
to date to c iployers has been one of hiring
new jobscekers with disabilitiesnot

advancing those already on the payroll. The
President's Committee, for example, each year
has honored "employers of the year" more for
their hiring than for their internal movement
achievements Perhaps it is time for a new
award category.

3 Workers' compensation laws in the
several states need to be revamped to remove
some senous disincentives to return to work.
Artificial obstacles between state workers'
compensation boards and state vocational
rehabilitation agencies must be removed.

4 Publications such as the President's
Committee's Disabled USA need to carry more
stones offenng self-hclp to working disabled
people. In particular, these magazines could
play a valuable role by focusing upon support
groups in local communities and in
corporations, showing disabled workers how
others have organized to help themselves at
the work place And stones explaining, in lay
language, the meaning of Sections 503 and
504 are needed on 2 .ontinuing basis
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Table 2

Distribution by Age of U.S , Disabled 16-64
Year-Old Persons Not living In Institutions, 1985

Age
Range

U S
Population

Disabled
Population

Proportion
Disabled

16-24 35,062,000 1,026,000 2 9%

25-34 40,858,000 1,852,000 4 5%

35-44 31,299,000 2,168,000 6 9%

45-54 22,398,000 2,407,000 10 7%

55-64 22,151,000 4,837,000 21 8%

Source 1985 Current Population Survey,
U S Bureau of the Census

SIX: Women and Minority Group
Members

In recent years, ble President's Comuuttee has
drawn national attention to the special needs of
women, blacks and persons of Hispanic origin
who are disabled The Committee has published
special reports on each of these segments of the
population of people with disabilities The
Committee hosted major conferences bringing
together representatives of groups specializing in
meeting the needs of women, blacks and
Hispanics, with experts on rehalxiit.vion and
disabled consumers, to fashion iew networks to
meet the range of needs these people present

Our work in these areas, though, is just
beginning

Homo
Females comprise 49% of all working age

Americans with disabilitiesand 53% of those
out of the labor force In fact, just one woman
with a disability in every five among the working-
age population has a job That contrasts to more
than 60% of all nondisabled women between 16
an'1 4 years of ageand 37% of 16.64 men with
disabilties
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We can describe the working-age population
who are disabled women using Bowe's "theory
of thirds" 25% of disabled females aged 16-64
are in the labor force. 40% are receiving SSDI or
SSI benefits because of disability, and 35% are
neither on payrolls nor on aid rolls

Women with disabilities in the labor force are
much less likely to be mamed (44%) than are
nondisabled women participating in the labor-
force (56%).

Among working-age women with disabilities
who received SSDI or SSI benefits because of
disability, just 38% are mamed These women
arc, on the average, much older than disabled
women labor force participants. 59% are between
the ages of 55 and 64. as compared to just 22%
of those in the labor force. The median income
from all sources in 1984 for female benefianes
was $4,495, the mean was $5,916 Not
surprisingly. 34% lived in poveny

The median income, from all sources, in 1984
for disabled labor-force participants who were
women was $7,857, the mean was $9,868 A total
of 21% lived in poverty

In the third category, especially, we see
evidence that women with disabilities are in need
of urgent help They constitut- 64% of all disabled
working-age person sl 'm are neither on payrolls
nor on aid rolls Six in every ten are married
Their median income from all sources in 1984
was $2,222; the mean was $2,560 While many
relied upon theirhusbands income, 36% lived in
poverty

Women with disabilities have not participated
in the "women's re.olution" that saw 30 million
women enter the labor force over the past twk,
decades Indeed, fewer are in the labor fc,rce today
than in 1980



filackS

According to the. 1985 Current Population
Survey there are 2,175,000 blacks who are
disabled between the ages of 16 and 64 in the
United States. They represent 18% of all working-
age persons with disabilities, despite the fact that
in the general population they constitute lust
11 5% Their overrepresentation among persons
with disabilities reflects the fact that disability
occurs more often among blacks than among
persons of any other race

Using the framework of the "Theory of thirds".
we see that just 22% of disabled blacks of working-
age are in the labor force Among black men, the
proportion is 25%, and among black women it is
20% Their median 'Income from all sources in
1984 was $6,954, the mean was $8,670 Thirty-
three percent lived in poverty

Another 49% were in the second category, that
of persons receiving SSDI or SSI benefits because
of disability That is the high st proportion by
race in the disabled populate 1 Their median
income from all sources in 1984 was $4,239, the
mean was $5,249 A total of 45% lived in poverty

In the final "third," we find that 29% of all
blacks with disabilities are neither on payrolls nor
on aid rolls Their median income from all sources
in 1984 was $2,915, the mean was $2,446 Most
of these blacks were women (61%) Of these
women just 28% were mamed Sixty-two percent
lived in poverty The 628,000 disabled blacks in
this third category are the most desparately in need
of all members of the disabled population

Hispanics

Persons of Hispanic origin may be of any race
In America, the population of disabled individuals
in this category number 863,000 They comprise
seven percent of all disabled woe king-age persons
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Individuals of Hispanic origin who are disabled
fall into the three categories we have been
discussing as follows 26% are in the labor force,
43% air on SSDI or SSI rolls because of disability,
and 31% arc neither on aid rolls nor on payrolls

Three in ten (30%) of disabled Hispanic men
and 21% of the women participated in the labor
force. Among those in the labor force, the median
income in 1984 was $8,165, the mean was
$10,266 A total of 24% lived in poverty

In the second category, that of disableri
Hispanics who receive SSDI or SSI benefits
because of disability, we find 4770 of all disabled
Hispanic males and 39% of the females. The
rrechan income of disabled Hispanics in this
category in 1984 was $4,457. the mean was
$5,702 A total of 40% lived in poverty despite
receiving benefits

Finally, 22 9% of disabled Hispanic males and
40% of the females were neither on payrolls or
aid rolls Their median income from all sources
in 1984 was $3,337, the mean was $2.691 A total
of 53% lived in poverty

Recommendations

I Women, blacks and persons of
Hispanic origin all have national, state and
local organizations advocating on their behalf
The President's Committee Intends to work
with the National Organization for Women
(NOW), the National Association for the
Advancement of Colored People (NAACP),
and similar groups to increa .,. attention to
disability issues on the agendas of these
organizations We will also work with
Handicapped Organized Women (HOW) and
other groups representing segments of the
disabled poplulation The Committee
recommends that Governor's and Mayor's
committees take similar action on the state and
local levels
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2 The disability advocacy organizations
have, in general, tended to be dominated by
white males The movement has been less than
successful in attracting blacks and Hispanics
in particular to its ranks For whatever reasons
this state of affairs exists, a change is long
overdue We must urge organizations
representing deaf, blind, retarded, physically
disable, and other handicapped persons to
make special efforts to recruit women and
members of minonty groups

3 In part as a function of what we have
Just obsei 'ed about the "white" nature of
disability nghts efforts, and in part because of
ethnic group indentification processes, many
minionty group disabled persons turn for help
first to organizations serving persons of their
own race. We need to acquaint these
organizations such as the National Urban
League and Push-Excel, with the needs of their
constituents who arc disabled

4 Particularly with respect to women
who are disabled, societal attitudes need to be
changed Apparently, in today's Amenca, it
is "normal" and "acceptable" for most
women, including mothers of young children,
to work--but it is normal and acceptable for
disabled women to depend upon others The
President's Committee believes that women
with disabilities are equally as capable of
independence and of designing their own
lifestyles as are nondisabled womenor men
We must make a concerted effort to alter
society's view that disabled women are to be

cared for" and construct. in Its place, an image
of women who can, if they wish, achieve to
the full limits of their abilities
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SEVEN: Disabled Veterans

According to the March, 1985 Current
Population Survey by the US Bureau of the
Census, there are 3,015,000 veterans of working
age (16-64) in Amenca who have work disablities
Virtually all of them are men These three million
disabled veterans include 1,281,000 World War
II veterans (42 5% of the total), 767,000 veterans
of the Vietnam Era (25 4%), 581,000 Korean
Conflict veterans (19 3%) and 385,000 veterans
of other conflicts (12 8%)

Veterans represent one in every four persons
with disabilities in the working-age populations,
or 24 5% Of all males who are disabled, 47 7%,
or almost half, arc veterans

One month later, in Apnl, 1985, the Census
Bureau again looked at the Population of disabled
veterans as a supplement to that month's Current
Population Survey The results, analyzed by the
US Labor Department's Bureau of Labor
Statistics, showed that 2.5 ;fflion veterans of
working age reported service-connected
disabilities These individuals had a 6.7%
unemployment rate Of those veterans with
service-connected disabilities who served in
Vietnam, 9 2% were unemployed, the highest rate
among all veterans in the study

One-third of all employed service-connected
Vietnam Era velerans had Jobs in Federal, state
or local governments This likely reflects
affirmative action or veterans' preference praLtices
in the public sectorand less pervasive equal
opportunity in the pnvate sector To nlace the
proportion into context, consider that Just 15% of
all workers have Jobs in government Among
individuals with disabilities who have jobs. 17 69f
work for Federal. state or local governments



During 1985 and early 1986, members of the
President's Committee on Disabled Veterans
traveled to eight cities to interview disabled
veterans, advocates, service providers, and
government officials to indentify the major
concerns of veterans with disabilities Serving on
the Comrunee are representatives from Disabled
American Veterans, Blinded Veterans
Association, The American Legion, AMVE1S,
Paralyzed Veterans of America, and Vietnam
Veterans of America, among others Federal
agencies including the Veterans Administration,
the Labor Departmc and others provide hats,
to the Committee. As we reported in Employs',
and Disabled Veterans A Blueprints for Action
the single largest obstacle to better lives for
disabled veterans is the lack of coordination
among service providers This is one reason why
many Federal initiatives on behalf of disabled
veterans have had disappointing results
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iteCoMmendation$

I The President's Committee believes
that organizations representing disabled
veterans and those advocating for other persons
with disabilities need to join forces to improve
coordination of services for all individuals who
are disabled The fact that half of all working-
age men with disabilities are veteransand
that disabled veterans compose one-quarter of
all disabled persons in the 16-64 age range
needs to be communicated to organizations
working on behalf of people with disabilites
The common concerns between veterans and
non veterans who are disabled far outnumber
the differences.

2 The Veterans Jobs Training Act and
other veterans employment programs have
great potential We found to reach that
potential, however, we must improve inter-

Chart 7: DISABLED VETERANS

Ditabled Adults
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Veterans

\----, ---li
Disabled Mates

Disabled veterans number more than 3,000.000 and represent almost half
of all disabled men in this country
Source U S Bureau of the Census, 1985
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agency coordination. The Committee on
Disabled Veterans found, in city after city, that
officials of one agency were unversed even in
the most basic aspects of other agencies'
programs for the same population The
Committee's hearings also revealed that
employers are perplexed by the "maze" of
different forms and program requirements for
this program and for other Federal and state
initiatives Intended to help disabled veterans

3 Probably the single greatest barrier
icing veterans with disabilties, after inter-

agency coordination or even on a par with it,
are negative public attitudes toward this group
Employers have particularly biased view:,
about Vietnam Era veterans with or without
disabilities Working with organizations
representing veterans and with both the Labor
Department and the Veterans Administration,
the President's Committee intends to find ways
to combat these negative attitudes

EIGHT: The 55-64 Group

A otal of 4,837,000 persons aged 55-64 are
disabled These people represent 21 8% of all
Amencans in that age range In fact, they
constitute 39% of all working age (16-64 years
old) disabled individuals in the nation That is the
single largest age group within the under-65
population

Early Retirement It is also where the
"disability problem" is mushrooming most
alarmingly. In the United States, Sweden, United
Kingdom, Canada, Denmark, and other nations,
growing numbers of individuals 55-64 years old
are being "early retired" due to disability,nd
are falling onto soc.al secunty rolls, according to
a study just completed for the U S Social Secunty
Administration by Rehabilitation International, a
pnvate group in New York City
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To date, the 1980's have been charactenzed by
widespread early retirement Companies forced
by economic coalitions, parwularly foreign
competition, to "downsize" often have done se
by offenng older employees the option to retire
early In April, 1986, for example, a senior
General motors official stated that the company
planned to eliminate one in every four salaried
jobs in the North Amencan Car Group by 1990,
mostly by early retirment and attntion According
to a front-page story in the Washington Post
AT&T has cut 56,000 of its 380,000 jobs since
1980, 24,000 persons have been offered as much
as 522.000 in cash, continued post-retirement
medical benefitr, and other inducements to retire
early Companies such as Xerox, Control Data
Corporation, Kodak, and many others have early-
retired hundreds of thousands of people

In large part because of the fact that "severely
disabled" was defined by the U S Bureau of the
Census to include persons who were under 65 but
received SS1 or were covered by Medicare, a
stunning 62.8% of all disabled 55-64 year-olds
were classified as severely disabled Of this
group, only 5 2% participated in the labor force,
or about one in every twenty A total of 76 1%
received SSDI or SS1 because of disability, or
three in every four Just under one in five (18 7%)
were neither on payrolls nor on aid rolls

The single
largest obstacle
to better lives
for disabled
veterans is the
lack of co-
ordination
among service
providers.



Attitudes. The Hams study helps us to
understand why so very few disabled persons aged
55-64 work. In large part, the answer seems to
be that disability, combined with she fact that
"retirement age" is approaching and the fact that
disability benefits are available, is seen differently
by older persons than by younger individuals

For example, 56% of disabled persons aged
55-64 told the Hams pollsters that disability
prevented L'-,em from getting around in the
community The proportion among 16-34 year-old
disabled persons in the study was just 39% Asked
a similar questionwhether disability has
prevented them from reaching 'heir potential as
independent, fully realized hunAn 1.,eings-61%
of those ages 55-64 said, "Yes", as against half
of the 16-34 year-old group

Asked whether they were, in general,
"satisfied" with their lives. 28% of those aged
55-64 expressed some degree of dissatisfaction,
as against 17% of the younger 16-34 group.

Education The 55-64 year-old group has
received something of a "bum rap" for being
poorly educated as compared to younger disabled
people. According to the 1985 Current Population
Survey, education attainment is comparable
among 55-64 year-olds as contrasted to younger
disabled individuals Thirty-one percent have a
high school degree, nine percent have at least
some college, and seven percent are college
graduates Even among severely disabled persons
aged 55-64, 28 3% have a high school diploma,
7 8% have attended at least one year of college,
and 5.3% are college graduates These figures are
not appreciably different from those of younger
disabled or severely disabled individi ,Js

Awareness What is different is the f milianty
of the 55-64 age group with ci, 'I rights . if persons

with disabilities According to tn.: H ms study,
barely eight percent of these persons said they
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were "very familiar" with Section 504 One in
four (24%) said they were "somewhat familiar"
with this statute, which has been called "the civil
rights act for disabled people" By contrast, 31%
said they were "not too familiar" and 36% said
they were "not at all familiar" with Section 504

In part because of their lack of awareness of
the disability rights movement, just 45% of
disabled 55-64 year-olds t...iieve that disabled
persons constitute a minority group such a, blacks
and women are That is lower than the 54% of
16-34 year -oid disabled persons who hold this
view

In fact, as recently as 1960, 8'.% of all men
aged 60-64 were in the labor force It was 83%
as recently as 1970. By 1985, the proportion was
down to 62%. Even among 55-64 year-olds, the
rate in 1985 was just 68% - and the U S Bureau
of Labor Statistics expects it to be 64% by 1995

Disability in the ,"5-64 Group Within this
country, according so the Hams study, 37% of all
disabled persons became disabled after age 55
The 1,000 individuals in Hams' random sample
included persons of all ages. not just workingage

Those in the sample who became disabled after
reaching age 55 were markedly poorer than were
those who were disabled at birth or became
disabled by adolescence While 21% of those with
early onset nad household incomes (Including
earnings of others living in the household) between

$15,001 and $25,000. just 13% of the late onset
group did Eighteen percent or almost as many
early-onset disabled persons had incomes :n the
$25,001 to $35,000 range, as against Just 9% of
the late-onset group In the $35,000-and-over
income category were just 5% of the late-onset
group as compared to 19% c. the early-onset
segment

6 r
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Using Bowe's "theory of thirds" as a
framework, we see that Just 17 8% of disabled
persons aged 55-64 participated in the labor force,
according to the 1985 Current Population Survey
That is fewer than one in five The proportion
receiving SSDI or SS1 because of disability was
a remarkable 59 8% or six in every ten A total
of 22.4% were neither on payrolls or on aid rolls,
or better than one in five

Recommendations

1 The Pr, sident's Committee believes that far
greater attention should he paid to the meds of
older disabled persons tor Joh, Those in the 5544
age group Lornprise four 111 every ten disabled
individuals of working age Yet, they are reLei ing
less attention than arc the 8 3% of disabled persons

who are in the 16-24 age range

2 The Committee believes that disability
benefits are not the best options available to people
who become disabled in their late 40's and early
50's At a time when life expectancy for
individuals who become 55 has reached the high
70's, we need to look seriously at the employment
potential of these "older" workers One solution
that deserves study helping older disabled people
to compete for, and get, the jobs that employers
have available but are finding it difficult to fill
because there are so few young people Just entenng

the Job market

3 The President's Committee believes that
early retirement is an issue that must be faced by
disability advocates We need to consider carefully
whmber early retirement is a direction in which
iur country should be moving While the

immediate savings to employers who are

Chart 8: THEORY OF THIRDS - 55-64 GROUP
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Disabled persons aged 55-64 tend to be out of the labor fnrce and

six in te^ receive oenetits because of disability
Source U S Bureau of the Census, 1985
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downsizing may be attractive, we believe tha:
companies should be educated to appreciate the
longer term costs Otherwise, more and more
disabled persons in their 50's will be forced to
retire early

4 We need some way to help people who have
worked for one employer for many years as a
large hulk of the 55-64 population has to
understand that it is not as easy as most think to
get another job The facts show that when older
persons accept early retirement from one company
thinking that they can supplement their benefits
by working somewhere else, these individuals
frequently are bitterly disappointed

5 Tht President's Committee is concerned
that the popular culture shapes the thinking of
older disabled persons in such a way as to make
them think retirement is the only option No one
is telling them about their nghts under Sections
503 and 504 We need to work with the Amencan
Association of Retired Persons and similar groups
to get the word out
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Table 3

Labor Force Participation Rates, by Age
Ranges, of Persons with Disabilities, 1985

Number Percent
Age Range Particips,ag Participating

16.24 417,000 40 6%
25-34 900,000 48 6%
15-44 921,000 42 5%
45-54 749,000 31 I%
55-64 859,000 17 8%

Source 1985 Current Population Survey,
U S Bureau of the Census

Chart 9: CAN WE COME BACK?
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Source U S Bureau of tne Census, 1980, 1981, 1985
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NINE: Directions for the Future

As the President s Committee looks to its 40th
anniversary in 1987 and beyond, it will be relying
heavily upon its thousands of unpaid volunteers,
acting through Governor's and Mayor's
committees as well as through its committees and
task forces to confront the challenges ahead Even
with their help, we must set priorities for action
What follows is a "short list" of goals we believe
arc important

Awakening America to the vast potential of its
millions of citizens with disatiiiities to be
independent, self-sufficient individuals This
has long been an objective of the President's
Committee - bt it is a continuing task, one we

must never neglect

Enhancing positive attitudes toward acceptance
of persons with di abilities remains an urgent
need As President s Committee staff member
Mary Jane Owen has noted, disability is

something that occurs to people in the normal
course of their lives We accept risks as a part
of living full and rewarding lives and should
accept disability as a quite normal consequence
of taking these risks

Just as the women's revolution leaders stressed
that improving women's attitudes toward
themselves was a sine qua non of social change,

so too must we help people with disabilities,
especially those who become disabled in

adulthood and in later years, to see themselves
as continuing to be important, powerful, and
worthwhile human beings and to seek

employment commensurate with their abilities

and interests
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We need to help people with disabilities gain
a sense of common identity As Harlan Hahn,
a Professor of Political Science at the University
of Southern California, has commented, a
political identity as members of a minority
group is essential if people with disabilities are
to make further progress in civil rights

Finally, on this "short list of goals, we place
the need to make employers more aware of the
economic and social consequences of their
practices in employment These are the same
employers who have hired 30 million women
over the past 35 years because they share the
slew of these women that they could and
should, work A similar "miracle'' could
follow if employers become convinced that
people with disabilities can contribute to their
business

Awakening
America to the
,ast potential
of its millions
of citizens with
disabilities to be
independent,
self'sufficient
individuals
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Senator HARKIN. Thank you. It is always a pleasure and an
honor to have you here. I remember when you were here last
yearwas it last year?

Mr. RUSSELL. Last January.
Senator HARKIN. Last January. Not in your statement, Hum-

phrey, but in the draft report of this current studyby the way,
when was the study completed?

Mr. TAYLOR. When was it completed?
Senator HARKIN. Yes.
Mr. TAYLOR. The field work was completed about four months

ago.
Senator HARKIN. The draft report, and I will quote, said "Large

majorities of top managers, 72 percent, EEO officers, 76 percent,
and department heads and line managers, 8 percent, feel that dis-
Fbled people often encounter job discrimination from employers."
In other words, the top managers stuck in those companies are
saying that the disabled encounter job discrimination from them-
selves. I guess that is what they are saying, from their companies
that they work for. Am I interpreting that correctly.

Mr. TAYLOR. Not necessarily referring to their own companies. I
think it is a general perception of the marketplace. If I may, I
would like to kind of add a wrinkle to that. I think that in one
sense that answer is encouraging in that it shows at least a willing-
ness to recogi ize the problem and maybe a willingness to deal with
it.

Running through our data, we get the feeling that most employ-
ers would genuinely be willing to do more. If they were incented
they would be glad to do so, but it is such a low priority that they
really do not give it much thought at the moment.

Senator HARKIN. But if it has been shown that disabled people
work hard, they are very productive, they want to work, they can
do the jobs, then why would they need incentives? There may be
some support that is needed, but

Mr. TAYLOR. I guess because of the hundreds of things.that they
think of every week, every day, every month, hiring disabled
people is very, very low on their list of priorities. Nobody has given
them a kick in the pants, nobody has said wake up, you are going
to do better.

Senator HARKIN. I just wonder what the key factors are that lead
to this dis -imination, just a feeling that perhaps as employers
they just have to do more, they have to pay more attention to dis-
abled people, that it would detract from their operating the compa-
ny or man9ging that segment? Have you delved into that? The
report says that everyone feels that the employers discriminate
against them.

Mr. TAYLOR. I must say that looking at all of the data, I do not
believe that that is a major barrier, nor indeed do most of the dis-
abled people feel that thai, is the major barrier. The major barriers
seem to be the fact that they are poorly educated, poorly qualified,
and therefore have less to offer the employer in many cases than
many of the non-disabled job applicants against whom they are
competing.

Senator HARKIN. I remember a conversation I had once a long
time ago, a very long time agoand I will have more to say about
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this at some other pointand it concerned my Lzother who is deaf.
He went to work with one small company in Iowa, the man who
owned this company went out of his way to hire the handicapped.
This is back in the early fifties. He hired a bunch of deaf people. I
do not know, he must have hired eight, nine, ten, out of a work
force of maybe 150.

I remember I came home from the service at the time and he
had worked there for ten years and had not been late one day or
had not missed one day of work. Mr. Delavan always had a big
Christmas party and he gave him a gold watch inscribed and all
that kind of stuff. I was talking with himthis is before my con-
science had been raised about the problems of the handicapped,
and I said to him that it was intt..esting that he would hire all of
these deaf people. And I remember him saying to me that one of
the biggest problems he had was in getting his workers in the plant
to overcome their uncomfortableness, they felt uncomfortable
around these people.

I had never thought about that. I had always been comfortzble
around my brother, you see, but I never thought that people might
feel uncomfortable and it just always stuck with me, and I wonder
if there is something in this. It is only one thing that happened to
me one time, but I have thought about that oftentimes. And now,
looking at this and saying that there is disc' iminaic against the
unemployed, I wonder if these top managers might not feel, well, I
do not want to bother the rest of my workers, I do not want them
to feel uncomfortable, that they might have to work along side
someone who is disabled.

Have you ever looked at anything like that?
Mr. TAYLOR Yes, we have some evidence of that in both of these

surveys. When I say that something is not a major barrier, I do not
mean to irnpl ' that is not an important barrier., Clearly there is
discrimination, whether conscious or whether because of embar-
rassment and discomfort and ar. inability to know how to cope with
the situation, and therefore a tendency to avoid it. It is I am sure
an important barrier and I did not mean to imply by my earlier
remarks that we should minimize it.

Senator HARKIN. Well, then it is really a leadership problem
.-nong top managers and CEOs, it is really a leadership problem.
You testified that employers believe the+ the two most potential-

ly effective proposals for increase. employment would be to estab-
lish the direct training and recruiting programs and having compa-
nies provide internships or part-time jobs. It seems to me that we
have in the recent past done a lot of this. We have tried to provide
incentive programs, special eduction program development, incen-
tives, and things like that, but there is still a feeling in the educa-
tion -Ind rehabilitation community that we are still lacking, that it
just has not moved ahead and that, really, I will be quite frank
with you, that employers have not done much in the cooperative
area of meeting the government half-way.

Low.Would you comment on that?
Mr. TAYLOR. Yes, Senator. In our first survey of disabled people,

one of the inost encouraging findings was the overwhelming agree-
ment amongst a great majority of disabled Americans that the
things have improved in this country a great deal during tne past
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ten years or so, and furthermore that the Federal Government de-
serves a great deal of credit for that. This is one area where even
critics 3f Federal GovernLent action I think must accept that the
Federal Government has made a tremendous and very positive
impact.

Having said that, it is clear from the data that we have still got
an enormous way to go before we can even begin to feel comforta-
ble about the quality of life for most disabled people of this coun-
try, and I would agree with your point that employers have done
much less than the Federal Aovernment.

Senator HARKIN. Again, I agree with you that we have come a
long way, though, we really have.

Thank you very much.
Senator Simon?
Senator SIMON. Thank you, Mr. Chairman. Just a couple of quick

comments and then a question. I want to question each of you.
I saw the Associated Press story buried in the back-end of the

papers the other day that said for the first time the average Japa-
nese worker is now making more than the average American
worker.

In 1950, the average Japanese worker was making 5 percent as
much as the average American worker. Japan has invested in her
people and used her human resources. One of the great largely un-
tapped numan resources we have in this country are Americans
with disabilities. Mr. Taylor, in one sentence in you,: statement I
think you are absolutely correct when you say the evidence of this
survey is that without some new stimulation, the employment of
disabled people is unlikely to increase significantly.

What you are saying really is that there has '-,o be some program,
whether it is my bill, S. 777, or what it is, there has to be some way
of opening that door significantly more than we now have. We
cannot continue along the present path and think that our prob-
lems are going to be solved. Am I misreading what you are saying?

Mr. TAYLOR. No, you have summarized my views very precisely,
Senator.

Senator SIMON. I thank you for that generous comment, in addi-
tion to what you had to say.

Then, Mr. Russell, as you were talking about people, I thought of
one person, I will call her Laura Smith. Smith is really not her last
name. She is about 26 years old, maybe 27, she is me ally :etaril-
ed but she is very pleasant, gets along with people well. Her par-
ents are now both in poor health. One of these days her pi :ents
are going to die. Laura Smith is going to probably end up being in-
stitutionalized.

If we had a program like this, where we could give Laura Smith
a job and give her a chance to contribute in a meaningful way, she
could contribute, she would feel better about herself, and the tax-
payers would be better off not having to provide custodial help. She
might need some minimal kind oi assistance in the way of helping
her, but what we are doing is confiningand I am not just picking
on one person but using her as a symbolwhat we are doing is
really sending everybody who has a disability, who has not had the
good fortune that you and I have had, we are assigning them to the
back of the bus in our society.
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Again, I guess this is one of these obvious questions, but your
strong feeling is we do not need to treat people with disabilities
this way, that we will do much better if we have legislation along
these lines. Am I reading you correctly.

Mr. RUSSELL. Yes, Senator, I think you are reading my mind cor-
rectly. For many, many years, we have espoused the byword and
the creed that disability does not mean inability, yet time and time
agair, in spite of the fact all records show that people with disabil-
ities placed in the right job can do that job as well as so-called
"normal" individuals. In spite of that, we see that two-thirds of our
people are unemployed and I do not know how much I can say this
and how loudly I can say it and how many people I can say it to,
but we need opportunity, training and education for our people
with disabilities.

I think Senator Weicker deserves so much cre.dit for having the
lead in espt!u.ing education of ch4ldren and for people with disabil-
ities, and we need more of this and we can see advances being
made, but obviously we have not yet done enough, and this 's why
we so strongly support and commend the members of this immit-
tee and the members of the Senate for doing the kinds of things
that I think have to be done if we are going to reduce this unbe-
lievable dastardly rate of unemployment among people with dis-
abilities.

Senator SIMON. I could not agree with you more. I also agree
with you, before I tarn it over to my colleague, about the great con-
tribution Senator Weicker has made. He is a giant, not because of
his size, he is a little bigger than the rest of us, but he is a giant
because of what he has done in ti- e way of helping people who
really need help in our society. I am proud to be in the same body
with him.

Senator Weicker?
Senator WEICKER. Thank you. Harold and Humphrey, it is good

to see you again. I have no questions. I think it was well expressed
both by the witnesses and by the Chairman.

Thank you.
Senator SIMON. Thank you both very, very much.
Our final panel includes Job Callaway, of NewoBank, Inc., New

Canaan, Connecticut; Elizabeth Anderson, of Baltimore, Maryland;
Susan Suter, the Director, Department of Rehabilitation Services,
Spring"ield, Illinois; and Nina McCoy, Director of Independent
Living Center, Indianapolis, Indiana.

We arc. very pleased to have all of you here.
Senator WEICKER. Mr. Chairman, before the witnesses testify, I

want to give a special welcome to Bob Callaway and Angie. I want
to welcome Angie here also. I just want welcome the whole panel,
and to indicate to you, that I have to be present at a candle light-
ing ceremony in the Rotunda commemorating the holocaust and I
did not want any of the witnesses to feel that I was not interested
in their testimony. I am. What I do not hear, I will read. Again, I
thank you all for being here and giving your own personal testimo-
ny.

Senator SIMON. I join in welcoming all and I have to add that we
do have a distinguished citizen of Illinois here among the wit-
nesses. We are pleased to have all of you, whether you happen to
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be from Connecticut or Illinois or wherever you are from. We are
grateful to have you here.

Mr. Callaway?

STATEMENTS OF ROBERT G. CALLAWAY, VICE PRESIDENT OF
ADMINISTRATION, NEWSBANK, INC., NEW CANAAN, CT, ACCOM-
PANIED BY ANDREA LINDMARK, NORWALK, CT; ELIZABETH
ANDERSON, BALTIMORE, MD; SUSAN SI.177R, DIRECTOR, DE-
PARTMENT OF REHABILITATION SERVICES, SPRINGFIELD, IL;
AND NINA McCOY, DIRECTOR, INDEPENDENT LIVING CENTER,
INDIANAPOLIS, IN

Mr. CALLAWAY. I am Robert G. Callaway, Vice President of Ad-
ministration, News Bank, Inc., in New Canaan, Connecticut. News-
Bank is a publisher of reference information sold to libraries. This
published reference information ranges from current events infor-
mation extracted from over 600 daily American newspapers to
U.N. and U.S. government documents which are indexed and pub-
lished in microform.

News Bank became involved employing handicapped people after
an article appeared in the Stamford, Connecticut Advocate describ-
ing people from the STAR Workshop in Norwalk and the Associa-
tion of Retarded Individuals (ARI) in Stamford, Connecticut, em-
ploying people in, among other jobs, as data entry typists.

News Bank at the time happened to be looking for data entry typ-
ists, so we contacted both organizations. News Bank now has people
from both organizations actively employed for over a year as data
entry typists and in other editorial support positions.

A little background about our employment area. Fairfield
County, Connecticut, the employment situation is very tight there.
There is less than a 4 pei 3ent unemployment in that area. The cost
of living is very high. Therefore, we have a situation where it has
been very difficult to hire people in primarily the hourly positions.

STAR and ARI have been excellent solutions to this problem.
The handicapped people from these rehab agencies are happy being
actively employed. While we have e'evated, promoted the tasks of
several of these people, they are satisfied with whatever tasks we
ask them to perform daily. Their attendance has been excellent
and they are willing and able to subscribe to productivity stand-
ards.

STAR and ARI differ in their programs. While both programs
train their people, ARI trains their people to the point where they
can operate independently and they can become in fact regular em-
ployees of the company. People coming from the STAR Workshop
may require supervision for an extended period of time. They are
trained by their supervisors, the supervisors supervise their activi-
ties and take responsibility for their produ 'Nay. The management
at News Bank works with the STAR peoplE mly through the STAR
supervisors.

These handicapped people have been integrated into the compa-
ny life at News Bank with a mil :mum of management concern.
Other News Bank employees have adjusted to them and made al-
lowances for their behavior. Let me give you an example. One
person who operates a microcom:mter for us has a heightened
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audio sensitivity, makinL, him respond inordinately to vibrations of
any kind. The STAR supervisor there has been critical to the su-
pervision of this person in order to keep things like telephone bells,
soda machines, anything like that from becoming distractions
which might affect not only this person but people around him. As
a result, with this type of supervision the STAR people have been
able to consistently meet production standards.

In conclusion, our experience employing handicapped individuals
has been successful. News Bank's relationship with the rehab agen-
cies is now over a year old. STAR and other rehab agencies have
the organization and they have the support system to create a part-
nership with companies like News Bank that work. We intend to
continue working with them.

Thank you.
With me today is Angie Lindmark, who is from Westport, Con-

necticut. She is in a supportive cork program for STAR Wi.-,rk-shop.
She works at the Trudy Corporation in Norwalk, Connecticut.

Thank you.
Senator HARKIN. Thank you very much, Mr. Callaway. I am

sorry I had 'o leave for a minute to go down to another hearing for
a while.

Senator WEICKER. Angie, do you have something that you would
like to say to the Committee?

Ms. LINDMARK. Okay.
Senator WEICKER. Can we just put the microphone up to Angie,

there?
Ms. LINDMARK. I work with teddy bears.
Mr. CALLAWAY. Would you like to tell them what vrau Jo?
Ms. LINDMARK. I do all the bears. I do trimming, and I dress the

bears.
Senator WEICKER. The Trudy Oompany has toy bears?
Ms. LINDMARK. We have toy bears.
Senator WEICKER. And you dress the bears?
Ms. LINDMARK. I dress the bears, yes. I do trimming.
Senato.. WEICKER. And what is the trimming, Angie?
Ms. LINDMARK. I do the dresses.
Mr. CALLAWAY. You do well.
Ms. LINDMARK. I do well.
Senator WEICKER. I do not doubt that. And then, Angie, do you

put the bears in bags?
Ms. LINDMARK. Yes, in the bags.
Senator WEICKER. And then what happens? Do the bags get

shipped?
Ms. LINDMARK. The bears go in the bags; all the toys ' e in bags,

in the box. And I did it.
Senator WEICKER. And Angie, what do you get paid? Do they pay

you?
Ms. LINDMARK. Yes, they pay usthis many penniesa lot of

money.
Senator WEICKER. And what do you do with that money, Angie?
Ms. LINDMARK. I bought a new pocketbook and a beautiful dress.

I got a new TV, new table, record player, and new table. That is it.
Senator WEICKER. Angie, where do you live?
Ms. LINDMARK. I live in Westport, Connecticut.
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Senator WEICKER. Do you live in your own home?
MS. LINDMARK. Group home.
Senator WEICKER. In a group Lome. And you have your own

room?
Ms. LINDMARK. Yes. I have a roommate, but he is going to Flori-

da for a vacation.
Senator SIMON. Angie, may I ask, do :,,cu like your work?
Ms. LINDMARK. I like my work. I like it down there. I work hard

down there. I am a good worker.
Senator WEICKER. Angie, did you ever live in an institution?
Ms. LINDMARK. I lived at Southport Women's School.
Senator WEICKER. Did you like that?
MS. LINDMARK. Yes, I liked it.
Senator WEICKER. Do you like your home better?
Ms. LINDMARK. Yes, in Westport, Connecticut.
Senator WFICKER. Angie, thank you ver:: much for coming and

telling us about your work. And i am very proud of you.
MS. LINDMARK. Thank you.
Senator SIMON. We are all proud of you.
Senator HARKIN. I want to echo tnat, too. We are all proud of

you, Angie. You are an example for many, many people in this
country, a good example.

Ms. LINDMARK. Thank you very much.
Senator HARKIN. Thank you very much, Angie.
Our next witness is Elizabeth Anderson.
Ms. ANDERSON. Yes, I am Elizabeth Anderson. I am past Presi-

dent of the National Rehabilitation Association and I have just
been named to the NatiaLal Planning Council of the President's
Committee on Employment of the Handicapp -1.

I am a consultant at liov:ard University with Dr. Sylvia Walker,
who is Director of the Center for the Study of Handicapped Chil-
dren and Youth. She regrets she could not be with you today.

I would like to put the remarks I have to say within the con-
str.,ct of the black experience in rehabilitation and the black expe-
rience in terms of being disabled.

Senator Simon, I must depart a moment from my presentation to
say that I was in your State, Illinois, in 1979, at the very first cele-
bration of National Rehabilitation Month and at that time I was
President of the National i!ehabilitation Association. I am pleased
that your State had the honor of celebrating that great occasion.

During the course of my total experience in rehabilitation, it has
been a matter of black disabled people trying to get rehabilitation,
which is the first step in trying to get a job. It is the greatest reha-
bilitation system in the world.

South Carolina is our number one State in the State-Federal pro-
gram, both in cost effectiveness and the number of people that are
rehabilitated in a single year. That is great!

In 1974, yes, we do things for ourselves, too, we had the very first
conference nationally about black people and rehabilitation at Tus-
ket,gee Institute in Tuskeegee, Alabama. We found that 6 percent
of the graduate students in rehabilitation programs were black.
That has changed somewhat.

In 1977, we had to kick our way into participation in the White
House Conference on Handicapped people in the United States of
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America. Black people were totally excluded nationwide from the
program planning for this great program, the first that ever oc-
curred, and we were excluded.

In terms of the National Rehabilitation Association, almost over-
all, with rare exceptions, black people were excluded until 1969.

Baby Doe in Indiana, is part of the construct. Baby Doe was born
with birth defects. She had accepting foster parents in 1982. By
judgment of the court, she was allowed to starve to death despite
the accepting foster parents. More recently, another baby with
birth defects, in Long Island, where I am from, was allowed a simi-
lar fate.

I was in the Soviet Union a couple of years ago; I was invited to
present a program on our rehabilitati" system in America. I was
struck by the fact that they would not let us see whatever it was
they were doing in rehabilitation. I was struck by the fact that
there were no curbcuts, there was nothing that said there was ac-
cessibility for disabled persons. I did not see one person with birth
defects, not one blind person, not one deaf person.

Not too long after Baby Doe, there was a governor in Colorado
nrmed Lamb; he said perhaps it would be a good idea for old
.freople tc give up their lives so that they would not be a burden on
society. He thought the elderly used too many -esources.

These are constructs and supports in our society that are failing.
When this diminution takes place, it takes place for all of us.
There was a time in Harlem in the 1930s when drugs were ramp-
ant in the streets; the body politic and the people of Harlem de-
manded that they take drugs out of Harlem. The response was, all
right, give it to Harlem but do not give it to our kids in Westchest-
er, or Long Island, or Connecticut. Now, drugs are everywhere.

Witho'it the Civil Rights Act of 1964, there could not have been a
Rehabilitation Act of 1973, and its amendments, nor the Education
For All Handicapped Children Act. But still in 1987, 82 percent of
black disabled people are unemployed! Of the small 18 percent that
are employed, 65 percent earn less than $4,000 a year! This is unac-
ceptable!

Rehabilitation is the best system, the very best system there is.
No one on this planet matches our system of rehabilitation Yet we
tolerate this unacceptable situation. It must be changed!

Now, how do we change it? We change it by implementing the
great laws of our Congress and the people of the United States.

In the State of New York, where I am from, Ross & Biggi, in
1986, selected a group of white and non-white clients in the State
system for analysis and study. They found that "failure to cooper-
ate" was the most predominant reason stated for closure of non-
white clients, while "refused services" was the primary reason for
closure of white clients.

In addition, this study showed that placement rates for 26 clo-
sures for white clients increased by 2 percent, while the plac"ment
rate for non-white clients decreased by 18 percent in the Empire
State! We have to pay attention to that. They found that the reha-
bilitation rates for white clients increased by 4 percent, while those
for non-white clients decreased by 4.5 percent. They found that
there was a high tendency for white clients' cases to be closed,
when placed in jobs, at higher than the minimum wage. Non-white
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clients' cases were closed nonrehabilitated, no jobs! These findings
support similar estimates in the Atkins & Wright study. Consider-
ing the benefits of rehabilitation, black clients fared disproprotion-
ately worse than white clients in the system.

In terms of what we have done about it Howard University, is
the only historically black university that has received grants to
study dis-'.2ed black Americans, Howard University has developed
some models for placement and training of black people in rehabili-
tation.

In one of the models dev.loped, five homelc.ss disabled black
ladies were placed in the counseling and training program that was
developed at Howard University; all five, on their own, were able
to secure employment. I present the book, "Equal to the Chal-
lenge," published in 1986 by Howard University. This is the first
effort of its kind in the field of rehabilitation. It is a prototype.

In a Idition, they have developed a video at Howard University to
assist in interviewing black people who are disabled for job place-
ment. There is a difference. There seems to be a difference in lan-
guage, the type of language, the content of language for interviews,
the behavioral posture of the body in interviewing for a job that is
different. We have to utilize this information to more effectively
place people in jobs.

In Long Island, Helen Kaplan, was infuriated by the fact that
persons who were mentally disabled were not able to get jobs, The
mentally retarded, as they were called, because they had an IQ of
less than 60 were unacceptable in some rehabilitation programs-
She set out to prove them wrong.

She opened up a workshop Hempstead, Long Island, for men-
tally retarded persons, with IQs of 20 to 50. It was a success. We
have to do more.

Your bill, which is excellent, should do all the things that it is
designed to do, and I think it will. But, we see that there is need
"or an extra step, an extra effort that has to be made to include
disabled black people in the job market in this country. We cannot
continue to drain our resources when there are people who are
ready and willing to work, trainable, and who should 'w a part of
our great country in e',ery aspect.

Now, the greatest barrier for all disabled people who want to
work is, No. 1 transportation. We still cannot get on buses, on
trains to get where we have to gc tn get work. We cannot get into
buildings because buildilgs a-..e not accessible. Many of them are
public buildings, State, local, Federal; also churches, we cannot get
in due to architectural barriers. We have to do something to
change that.

We have to develop social consciousness and sensitivity so that
we d3 not become uncomf')rtable when a black person who is dis-
abled, or any disabled person, come., into the room. We should not
increase our discomfort level.

They are just as good, many are 2,000 percent better. People who
are apparently temporarily able-bodied could not accept nor
achieve nor succeed at the challenge faced every day by a person
with severe disability.

To get back to the macro picture, in terms of prevalence, inci-
dence, and severity of disability, black people have more than any-
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body else. Among the total body of blind, disabled persons in the
United States, the highest number of people in that group are
black people, because of the incidence and prevalence of diabetes.

I will conclude my report by saying that I want your bill to do
everything that it is designed to do, but we must be aware of the
extra steps that are necessary to make it succeed where it is most
needed, the 82 percent unemployed disabled Black Americans.

Thank you.
[Material supplied for the record follows:]

r
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Communication and Networking: Vital Links in the
Rehabilitation and Employment of Disabled Black Americans

Mrs. Elizabeth H. Anderson
Past President

National Rehabilitation t.ssociation

Paper Presented at the National Conference--Employment Successes, Problems,
and Needs of Disabled Black Americans. Howard University, Washington, D.C.,
February 11-13, 1987.
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Communication and Networking: Vital Links In the Rehabilitation
and Employment of Disabled Black Americans

Mrs. Elizabeth H. Anderson
Past President

National Rehabilitation Association

Introduction

Communication is sending and receiving information. It girds human

behaviors as well as relationships between individuals and among groups. There

are form, systems. and a process of communication. Comunication shapes ideas

and defines the individual. Colummication is multidimensional, it transforms

international, industrial, management, and administrative relationships. It

touches every aspect of modern life including education, marketing, science, and

medicine. Communication is intrinsic to theology, literature, art, and

architecture.

Communication is the essence of all human interaction in the universe, our

values and value systems, our courtesy and manners, our child rearing practices

and fatally relationships. Communication engenders our ability to reason, to

think and to learn.

World behaviors and behavioral responses have been changed, opinions and

attitudes tossed and altered, by influences of tress media, such as radio,

newspapers, periodicals, theatre, and motion pictutec, and by what has been

called imperiour communication: television. Its influence, importance, and

impact cannot be diminished nor denied.

In rehabilitation, we have in recent years begun to command the attention

of the world with such events as The Year of the Disabled, National

Rehabilitation Month, and National Employ the Handicapped
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Mass media projection of fund raisers for various disabilities have for the

most pert been successful. However, our communication efforts have not yet

reached the point that we cad avoid explaining to the average person, who we are

and what we do when we say we work in rehabilitation.

The Challenge

Rather than focusing on a large number of barriers to communication as they

relate to the rehabilitation of disabled black Americana, let se mention a few.

Most Americnns don't hear the message that based upon prevalence, incidence and

severity, black people and particularly, black women, have proportionately more

disability than the general population. Bowe (1983) found that disabled black

people are less educated and earn less than non-diaabled black people. The real

tragedy is that 82% of black disabled persons are unemployed. When employed,

65% of this population etrn lees than $4,000 per year!

Walker, et al (1986), found that the primary source of income for this

group is public assistance. One of the ways to meet this challenge is advocacy

and self-advocacy for education, job training, and placement. The

education system and the Federal-State vocational rehabilitation program, which

ut limes public and private vendors, are primary providers.

Roes and Biggi (1986) selected a group of white and non-white clients in

the New York State Office of Vocational Rehabilitation for analysis and study.

They found that "failure to cooperate" was the most predominant reason stated

for closure of non-white clients, while "refused services" was the primary

reason for closure of white clients. In addition, this study showed that

placement rates for 26 closures for rhite clients increased by 2% while the

placement rate for non-white clients decreased by 18%1 Further, tney found

that rehabilitation rates for white clients increased by 4%, while those for
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non-white clients decreased by 4.5%. They found that there ws a higher

tendency for white clients cases to be closed, when placed in jobs, at higher

than the minimum wage, ./hile non-white clients cases were closed non-rehabilita-

ted (Ross and Biggi 1986).

These findings support the Atkins and Wright (1980) view that considering

the benefits of rehabilitation, black clients fared disproportionately worse

than white clients in this system. Clearly, new directions and approaches are

needed to facilitate the access of black persons to this system.

Effect,ive Communication Strategies

Our federal rehabilitation progran is the largest, if not the best in the

universe. It is funded at over one billion dollars a year. Officials at the

helm of the rehabilitation system affirm theft intent to cake services

accessible to black disabled persons and historically black colleges and

universities. However, large gaps in services persist.

We need more resources such as the Information Center for Handicapped

Individuals in Washington, D.C., which provides information and referral

services, a client assistance program to follow up on referrals to ensure

effective and timely service delivery, as well as other services. With supports

such as these, black disabled individuals can be equipped with assertiveness and

self-actualization (Caliber 1986).

Access to these services and information systems implies the utilization of

media resources for outreach. The Howard University Center for the Study of

Handicapped Children and Youth produced a videotape training tool, "Disabled But

Not Unable: Dispelling Myths About Disability" which has been favorably

received. That Center also publishes a newsletter and utilizes TV Channel 32

and the radio for outreach.
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Centers for Independent Living are utilized for referral and such centers

are excellent avenues for communication of the accomplishments and needs of the

disabled. Staffing of the le centers at the outset should represent the entire

comity of the disabled, including black disabled persons to ensure access to

serv!ces and t3 dissuade subtle or overt rejection behaviors.

Physical access to buildings, pi Ling lots, and transportation systems

remain a high priorty ittm for persons who are disabled. These needs must be

communicated to the appropriate agencies so that action to increase accessibili-

ty may be taken. Advocacy orpanizations primarily of, by, and for persons who

are disabled should eiake every effort to include black persons.

In the immediate social contact area for black disabled persona are family,

friends and the church. The church i., a focus for the community. Wells and

Banner (1986) found that there is a significant role for outreach, support and

advocacy to be played by the black church. They found that by networking

through this key resource, disabled persons and service providers could protect

and ensure rights for the disabled. This role for the church was enunciated at

a conference for resource exchange in collaboration with the United Methodic'

Churches of Rome and Cedartown Georgia, and the Howard University Model to

Improve Rehabilitation Services to Minority Populations. This role of the

church is to cooperate with and support social and vocational rehabilitation

agencies. Volunteers also have waningful roles in this support system.

While the usual job placement opportunities are being developed, the role

of black disabled individuals as entrepreneurs, owners and operators of small

businesses should not be overlooked. Local chambers of courxrce, Junior

Achievement, trade associations, labor unions, and professional rganizations

should provide important linkages. Projects with industry should include
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advocacy for hiring blac disabled persons. Corporate and company

ansfIllity should be assumed to assure job success. Nationally known fast

food organizationa have openings at many levels of operations; they should be

encouraged to hire black disables persons.

The value of developing a substantial number of self-advocates among the

black disabled population Cannot be over emphasized. There is a vital need to

encourage larger numbers of blacks with handicapping conditions to become active

in advc acy organizations at both the local and net, -al levels. Such

individuals should become active in disability rights groups as well as in

traditional civil rights groups such as the NAACP and cf.exeunity organizations

such as the r-ban Leagae.

Irirnry health care providers are a growing job resource. Through their

rehabilit. don counselors, occupational and physical therapists, social workers,

and others, clients could be provided with disabled role models, and posi..f-

exs_ples of the ... fit of work as a desirable objective. In-house workshop.

should not be the limit for disabled persons. Many could and should consider

black disabled persons for reff positions by et.; Jog on- the -job training

opporttnities. Suppliers 3r health care facilities should be oriented to

provide job opportunities for disable I applicants.

Conferences, workshops, and seminars are excellent vehicles for the

dibsepination of information. Since 1985, Career Exploration Conferep-es he'd

at Howard University for disabled pe ...s t vc attracted t least thirty-six

employers and over 200 attendees a each reefing. Such conferences are

important first steps to open doors to bloc: disabled persons seeking

employment, as well as for employers seeking a resource for employee

recruitmet,t.
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Each rehabilitation counselor (as well as other service providers) should

view his/herself is a mechanism for the communication for ideas and policies

which frcilitate the success of all disabled Americans (including blacks and

other non-whites). Professionals should view the role of advocacy as a vital

cc eponent of their job responsibility.

Personal responsibility with approariate supports, should be assumed to

o_ in successful employment and job asiutenance. This would include periodic

sel f-assessrcet , as well as the traditional evaluation by sup--rvi sors. Setting

goals with timetables should reflect reality-based planning with possibilities

for adjustments and rvisions leading to higher level positions. Additionally,

opportunities for in-service training should be pert of in-house information

systems. However, one should cot diminish the importance of the company

grapevine as an esse, 'al communication resource.

Rehabilitation and job placement for disabled persons is the single 'vat

successful investment that is made with the expenditure of federal dollars in

the %usnn services system. Earnings and jobs produce taxpayers and restore

human dignity.

"To whom shall I speak today?
People are greedy
Everyone seizes the possessions of his neighbor.
To who. shall I rope. today?
Gentleness of spirt perished.
All the people are impudent.
To whom shall I speak today?
One laughs at crimes that before
Would have enraged the righteous.
To whom shall I speak today?
There are no just men.
The earth has been given over to evil doers."

Egypt'an poem, written when the Old EingdAs was in turmoil, has the

title, "The Struggle with His Soul of One Who is Tired of Life," and is quoted

in Davidson, et al. (1982). It gives food for thought in a perilous world with
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very delicate balances designed to avoid and avert var.

When considering societal responsibility for the rehabilitation of disabled

persons, some people see problems as challenges and rise to meet them. Others

see barriers as opportunitier for creative innovation. Society in its diversity

and complexity provides no diminution nor simplification fox either. Societal

responsibility for the rehabilitation of disabled persons retrain in place mainly

because of tiw faith, perseverance, and persistance of those in both grows. We

must endure. We must continue.
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SECTION I

Past and Present Implications for Rehabilitation

1 © Rehabilitation for the Nonwhite Disabled: A
Formidable Challenge

ELIZABETH H. ANDERSON

National Rehabilitation Association

Abstract

This article states that blacks are over-
represented among the handicapped in
America It addresses the effects of fed-
eral cutbacks in social socurity and their
impact on handicapped minorities. It
compares some of the negative atti-
tudes toward the handicapped in this
country with those in Russia The article
also presents a systematic approach for
maintaining federal and .tate funding
for the nonwhite community during this
period of fiscal restraint. It calls fur
intense advocacy by those who work
with, support, and represent the minor-
ity handicapped in A »erica in an effort
to abate the fiscal cutbacks in govern-
ment.

Based upon prevalence, incidence, and
severity, black Americans are clearly in the
forefront of disabled persons in America
Causation is varied and complex. birth
defects, disease, trauma, war, substance
abuse, mental illness, neurological and cir-
culatory conditions.

The arcane program of peremptory disal-
lowance of social security disability benefits
without a hearing has created havoc,

1

destru' on. and the ultimate . death,
among many disabled persons. As advo-
cates, our role must be to ensure the rein-
statement of disabled persons so cruelly,
wantonly, and senselessly assailed

Let's look back to April 1982. In Indiana,
Baby Doe was born with Down's Syndrome
and digestive tract defects. Her natural par-
ents rejected her. Although there were lov-
ing, accepting adoptive parents waiting for
her in their warm homes, a judge, acting
upon the plea of the natural parents, ruled
that it was permissible, legally, to allow Baby
Doe to starve to death.

By contrast, in Indiana, a rock grouo was
performing and as part of their act, one of
the performers bit off the head of a bat. The
penormer was arrested for cruelty '03 ani-
mals

Simi" the first Baby Doe, there have been
several ca..s with the same outcome. Where
was the Iiva and cry for the rights of the
born?

In the ets.oce of such advocacy, the Sur-
geon-General of the United States, Dr C
Everett Koop, played a major role in attempt-
ing to deal with the problem He stated, "Each
newborn infant, perfect or deformed, is a

88
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human being with unique preciousness
because he or she was created in the image
of God Rules promulgated by the U S
Department of Health and Human Services
(NHS) are designed to protect these infants.
The Department is being sued by the Amer-
ican Hospital Association An appeal on a
negative decision by the United States Dis-
trict Court invalidating the HHS rules is in
litigation.

Earlier this year, 1984, the Governor of
Colorado implied that the elderly were using
too many resources and should oblige the
rest of society by giving up their lives. You
can make your own inferences.

Last year, I was in the USSR to attend a
rehabilitation seminar In Moscow, a city of
six million, I was struck by the absence of
blind people, the absence of accessibility,
the absence of those with birth Jefects, the
absence of a person using a crine or crutch,
the absence of the elderly The same was
true in Leningrad,: city of four to five million
people I was not given information about
these absences, although I was in the USSR
for two weeks I got the clear impression that
the USSR is a society where you produce or
you are in trouble Consider, there is no
accessibility no, in buildings, the streets,
airports, airplanes, or other public convey-
ances

In 1977, the National Urban Len, .: and
the National Association of Nonwhite Reha-
bilitation Workers, it ';ooperation with the
White House Conference on Handicapped
Individuals, developed a national orogram
designed to exams, a rehabilitation in non-
white communities Tile program was funded
by a federal grant It is significant that seven
years later we must continue to address these
concerns

Within the largest and most successful
rehabilitation program in the world, the fed-
eral-state program in the United States of
America, we see attempts each year to reduce
funding and appropriations required to pro-
vide rehabilitation services for the disabled
If it were not for the National Rehabilitation
Association, its members and friends, pro-
gram and staff cuts already in progress would
have been much more severe i call your
attention to the attached tables showing the
administration's fiscal year 1985 budget as
compared to the House and Senate recom-
mendations These figures reflect the efforts
on the part of the Congress to appropriate
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a larger sum of money to the disabled com-
munity than that budgeted by the adminis-
tration (See Appendix)

In order to continue this program, we must
be funded. That is the bottom line Your
advocacy, your letters and phone calls to
your Senators and Congressmen are essen-
tial to the continuation of this program One
of the battle cries of the new right is "cut
social programs"

Keep in mind that most disabled persons
who receive rehabilitation services do
become wage earners and taxpayers For
example, in South Carolina, the number one
federal-state program in the country and also
the number ore chapter in the National
Rehabilitation ts.ociation, there were 8,003
successfully iehabilitated clients in 1982
These 8,000 successes increased their annual
rate of earnings from $17 2 million to $55 2
million, a net increase of 66% Rehabilitation
costs are usually a one time expenditure for
each client Among this successful group of
8,000, 50% had mental disabilities Other
disabilities were digestive tract disorders,
hearing impairments, heart and circulatory
conditions, allergy and endocrine disor-
ders, visual impairments, epilepsy and other
neurological disorders, respiratory dis-
eases, absence of limbs, cancer, speech
impairments, blood disorders, and ;other
conditions

With our active participation to assure
continued funding for federal-state pro-
grams at minimal levels, we can meet the
fiscal demands for rehabilitation needs in
the nonwhite community as follows

Staff train'ng, to ensure Job access to
rehabilitation positions at both gradu-
ate and undergraduate levels, must be
pursued. Effecti,a recruitment meth-
ods and prog ams must be developed
within the nonwhite community
Outreach programs for disabled per-
sons ii, nonwhite communities must be
established at every point of contact e g ,
schools, churches, du-tors, hospitals
and clinics, unions, wo. ker's compen-
sation, welfare, social security disabil-
ity, and community organizations
Effective referrals to rehabilitation
agencies must be made with adequate
follow-up.
1-acilities and facility development must
be initiated in nonwhite communities
Advocacy for the enforcement of the



Rehabilitation Act of 1973 and its
amendments must be more persistent,
tenacious, creative, innovative, and
effective Informatics and information
systems as well as stimulation must be
provided and utilized to prevent dis-
crimination against disabled persons
and to provide public arcoptance for
these laws. Every available means of
communication should be utilized
including the media.
Disabled nonwhite persons must be
included at every level in organizations
of disabled persons as well as local,
state, and federal advisory counci's and
instrumentalities.
Immediate steps must be taken to
include the nonwhite community in
grants programs throughout the reha-
bilitation community in order to
encourage research and innovation
Projects with industry must be a sine
qua non to el sure job opportunities for
persons who are disabled in nonwhite
communities
Accessibility in schools at every level to
facilitate n.o,rstreaming must con-
tinue
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Accessibility to vote and voter educa-
tion are essential for every eligible dis-
pbled voter
National Rehabilitation Month, Sep-
tember, must be proclaimed as a national
priority.

In closing, here is an illustration of "What
Went Wrong?" It is a story about four peo-
ple. Everybody, Somebody, Anybody, and
Nobody

There was an important job to be done
and Everybody was sure that Somebody
would do it Somebody got angry because
it was Everybody's job Anybody could have
done it, but Nobody did it Everybody thought
that Somebody would do it But Nobody
asked Anybody. It ended up that the job
wasn't done, and everybody blamed Every-
body when actually Nobody asked Anybody

In tne book of Ecclesiastes, it is said that
there is a time for all things LET US BEGINiiI

Reference
Duncan, J (1984) Washington update, L -84-

15 Alexandria, VA National Rehabilita-
tion Association
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Senator HARKIN. Mrs. Anderson, thank you very much. You are
very good. That was a very powerful statement.

Again, I think before we get on to questions, I would ask Senatcr
Simon if he would introduce our next witness.

Senator SIMON. First of all, I want to join in saying, Mrs. Ander-
son, you were great. What an eloquent statement.

Susan Suter heads our Department of Rehabilitation Services in
Illinois and we are very proud of her and we are pleased to have
her as a witness here.

Senator HARKIN. Susan, we are delighted to have you and please
proceed.

Ms. SUTER. ThLnk you.
Senator Simon, I would like to thank you and Senator Harkin

for the opportunity to speak before your Committee this morning.
And, Senator, I would like to commend you on your book which ad-
dresses unemployment and its effects on the American economy.
Not since Studs Turkel has arone examined unemployment
through the eyes of the unemployea.

It is important to note that you have taken Mr. Turkel's concept
and expanded it to include people with disabilities as those who are
among the group identified as "unemployed but employable." Your
interview with a Springfield, Illinois, man who is blind and out of
work struck home with me. It was a rem;iider that unemployment
is not someone else's problem, but truly one that exists in our own
neighborb

You hay.. examined the problem of unemployment. Bu'- as one of
America's 36 million people with disabilitie_, must take exception
with your finding that only 10 million of our Nation's people are
unemployed.

A Lou Harris poll released last year found that two-thirds of
people with disabilities who are of working age are unemployed.
Although a majority of them wanted to work, they lacked sufficient
education or training. When people with disabilities are out of
work and that is taken into account, the "10 million unemployed"
figure that your findings indicate is more than doubled, to include
at least 22 million Americans.

Th.i future remains bleak for many people with disabilities and
their families. Most of them are destined to remain living in pover-
ty and earning wages of less than $8,500 a year.

As welfare reform is being debated throughout the Nation,
people with disabilities are often mistakenly assrmed to be Ameri-
ca's "takers," instead of "contributors," as many of them would
rather be.

I can assure you, from a rehabilitation agency, employment is
the number one priority among people with disabilities in our Na-
tion's rehabilitation agencies.

With these remarks in mind, I have examined S. 777 and have
found it to be a means of providing opportunities for employment
for people with disabilities. Although this bill would not replace
previous rehabilitation legislati-m, it cor'd provide supplementary
support to the Rehabilitation A, t. This support would not be with-
out a major commitment in spending. Therefore, if Congress de-
cides to pursue this legislation, I suggest these pints be kept in
mind:
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7irst and foremost, this bill must not be a "quick fix" or a short-
term solution that fails to address the long-range problem of unem-
ployment in America. Unemployment's causes are too complex and
too complicated to be merely solved by an act of Congress.

This bill must provide relevant job training and applicable skillsfor the jobs of tomorrow, as well as for the jobs of today. And it
must be targeted toward those people who are most likely to bene-
fit from this "helping hand" so that they will go on to improve the
course of their lives, independent of public assistance.

This bill has many similarities to the New Deal public works pro-
grams ch. the 1930s. It would be helpful to reexamine the proce-
durec and policies followed by those programs to establish practical
guidelines for effective implementation of the bill.

During the past two years, Illinois has implemented a similarwork program under the name of "Build Illinois." This program
has successfully pat people to work and improved the economic
conditions of communities hard hit by the recession in agriculture,
while it has improved our State's infrastructure, public roads andparks.

In fact, some of Illinois' parks that were originally constructed
during the 1930s are now being modernized and rehabili'ited
through this public works program. Build Illinois is supplying the
funding and manpower, much as your proposed bill could do on a
nationwide basis. The projects of the 1930s and Build Illinois have
taught us that work programs can be effective.

e must also insure that the drive and self-initiative of the indi-
viduals who are being employed by these projects is maintained. Byits very name, the Guaranteed Job Opportunity Act implied thatthis is an "opportunity," only a means to an end, not an end in
itself. The short-term opportunities funded in this bill should serveas means of motivating individuals to be able to bi..,oine inde-pendent in our society.

As I stated earlier, unemployment among people with disabilities
is unacceptably high. We offer thee( additional comments and sug-
gestions on your proposed bill as a means of lowering the jobless
rate among Americans who ale disabled:

Section 5 states that a Private Industry Council located in the
same delivery area of what the bill defines as an "eligible area"
may petition to serve as that district's executive council.

Care should be given to insure that this is done whenever possi-
ble to avoid unnecessary redundancy in government and duplica-
tion of similar services. We also urge that people with disabilities
be included on these councils.

We question, as you heard this morning, the omission of heavily
populated communities from "eligible areas" for projects funded in
this bill. By allowing only those areas with a population of 300,000
individuals or less to pi,iticipate (unless this requirement is waivedby the Secretary of Labor), the effectiveness of this bill could be
significantly reduced in heavily industrialized States such as Illi-nois.

Although the concept of "double-dipping" off the public payroll
should be discouraged, the prohibition against holding a secondary
job for more than 16 hours a week should be examined.

,92
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A calcula' n of the minimum wages earned under this program
indicate that if an individual is paid at the prevailing Federal min-
imum wage rate of $3.35 an hour and works 32 hours, he or she
will be paid only $5,574 a year. This is just not enough to live on,
which brings me to the next point.

Once again, the issue of "disincentives to work" that are often a
part of the Social Security system must be addressed by this bill
Are wages that are as low as $5,000 annually or only 10 percent
above an individual's current Social Security or welfare payment a
realistic incentive to go to work? Individuals may choose to remain
unemployed rather than face the requirements of this bill.

Also, once the work project has been completed, are there provi-
sions for Social Security benefits to be reinstated to individuals
who still need them, piArticularly individuals with disabilities?

Under "testing reeuirements" and English speaking proficiency,
we concur with the bill's provision for waiver of these requirements
for people with disabilities who, due to their impairments, may be
unable to be tested by ordinary means.

We are not suggesting that people with disabilities should be
guaranteed placement without being required to satisfactorily dem-
onstrate their ..bility to perform the duties of ache job. No one
should be exempt from demonstrating their work skills or their
employability.

We also concur with the provisions for job clubs and supportive
services defined as those "which may include transportation,
health care, special services and materials" for people with disabil-
ities. These services will allow more people with disabilities to par-
ticipate in the program. Too often we try to "fix" the person with
the disability, and I think it is called blaming the victim, when the
truth is it is not the disability but other barriers in society, such as
transportation and housing, that prevent employment.

We take exception to section 6 which limits eligibility for partici-
pation in this program to not more than two persons who reside in
any one household.

A: the trend towards de-institutionalizatio_i continut..3, more and
more people with disabilities are living in neighborhood half-way
houses or group homes. This provision would prevent residents of
these homes from participating in the program.

Although your bill pays substantial attention to job security of
persons currently employed and to guaranteeing that prevailing
wages be paid to workers, there is no specific mention of people
with disabilities as a group which will be protected under the
terms of this bill.

Your bill guarantees non-discrimination toward people who are
disabled (as defined in Section 504 of the Rehabilitation Act), but as
long as 12 million people with disabilities of working age remain
unemployed, we urge you to include specific language that list
people with disabilities as among those who could benefit from
work opportunities provided by this bill.

Mr. Simon, we share your dreLin for America and for America's
people, and we too wish to see competitiveness and productivity re-
stored to the workplace. And we want to see America use, as you
suggested earlier, a largely untapped resource and that is people
with disabilities.

93
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I would like to separate from my remarks just for a moment to
address Senator Harkin's question about employing people with
disabilities. I cannot say it any better than Angie has said it here
this morning: We need to change attitudes and we need to change
expectations about people with disabilities becoming employed.

We in Illinois have a supported employment project and I think
nothing exemplifies it better than this: In our project we have 348
people with severe disabilities and the project has been going for
two years. They are earning $1.7 million in salaries. They are
paying $100,000 in taxes. And I think almost more importantly, we
have found that after they have been on the job, when they start
the job we have job coaches and professionals that provide those
support services that people need to stay on the job.

Over a two-year period, we have seen the need for the job coach-
es and the professional services decline as co-worke q are providing
some of the support and they are glad to do it, and I +.ilink that is
truly an indication of integration in society of people with disabil-
ities and community involvement, and I think this bill will help us
get to that point.

Thank you.
[The prepared statement of Ms. Sifter follows:]

9 4



Director Suter's Testimony before

Senator Paul Simon's Hearing on

Senate Bill 777 (The Guaranteed Jobs Opportunity Act)

April k:, 1987

I am Sue Suter, Director of the Illinois Department of

Rehabilitation Services. Before I begin, I would like to thank you,

Senator, and your Committee, for this opportunity to speak on behalf

of people with disabilities.

Senator Simon, I would like to commend you on your book which

addresses unemployment and its effect on the American economy.

Not since Studs TUrkel has anyone examined unemployment through

the eyes of the unemployed.

It is important to note that you have taken Mr. Turkel's concept

and expanded it to include people with disabilities as those who are

among the group identified as "unemployed but employable." Your

in_erview with a Springfield, Illinois, man who is blind and out of

work struck home with me. It was a remindet that unemployment is not

someone else's problem, but truly one that exists in our own

neighborhoods.

You have examined the problems of unemployment. But as one of

America's 36 million people with disabilities, I must take exception

with your finding that only 1C million of our nation's people are

unemployed.
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(2)

A Lou Harris poll released last year found that two-blird.s of

people wit% disabilities who are of working age are unemployed.

Although a majority of Lem wanted to work, they lacked sufficient

education or training. When people with disabilities who are out of

work are taken into account, the "10 million unemployed" figure that

your findings indicate is more than doubled to include at least 22

million Americans!

The future remains bleak for many people with disabilities and

their families. Most of them are destined to remain living in

poverty and earning wages of less than $8,500 a year.

As welfare reform is being debited throughout the nation, people

with disabilities are often mistakenly assumed to be America's

"takers," instead of "contributors," as many of them wculd rather lie.

Mr. Simon, with due respect, I also take Aeepticn with the point

made in your book that unemployment is not a priority among

Americans. I assure you that it is the NG I priority among people

with disabilities and the agency I represent in Illinois.

With these remarks in mind, I have examined Senate Bill Tli and

have tcund it to be a means of providing opportunities for eiployment

for people with disabilities. Although this bill would not replace

previous rehabilitation legislation, it could provide supplementary

support to the Rehabilitation Act. This support would not be without

a major cannibnent in spending. Therefore, if Congress decides to

pursue this legislation, I suggest these points be kept in mind!

1) First and foremost, this bill mist not be a "quick fix," or a

short -ter" solution that fails to adUress the long-range problem of

unemployment in America.



92

(3)

Unemployment's causes are too complex and too complicated to be

solved merely by an act of Congress.

This bill must provide relevant job training and applicable

skills for the jobs of tomorrow, as well as today's. And it mist be

targeted toward those people who are most likely to benefit from this

"helping hand" so that they will yo on to improve the course of their

lives, independent of public assistance.

With a hefty price tag of $5 billion for its first year alone,

America cannot afford - nor should it guarantee - a "chicken in every

pot" for every American cut of work, unless he or she can demonstrate

a true willingness to return as much to the American economy as has

been received. Our escalating federal deficit will not allow

otherwise. Persons with disabilities do demonstrate their willingness to work.

2) This bill has many similarities to the New Deal public works

programs of the 1930s. It would be helpful to re-examine the

procedures and policies followed by these programs t establish

practical guidelines for effective implementation of this bill.

During the past two years, Illinois has implemented a similar

work program under the name of "Build Illinois." This program has

successfully put people to work and improved the economic conditions

of cominities hard-hit by the recession in agriculture, while it has

Improved our State's infra-structure, public roads and parks.

0r'1
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(4)

In fact, some of Illinois' parks that were originally constructed

during dlier '30s are now, 50 years later, being modernized and

rehabilitated through this public work program. Build Illinois is

supplying the funding and manpower, much as your proposed bill could

do on a nationwide scale. Tho projects of the 1930s and Build

Illinois have taught us that work programs can be effective.

However, a word of caution: the projects provided in this bill are

an open invitation to "pork barrel' pol4tics. Careful scrutiny as to

the intent and potential outcome of each project must be maintained

when deciding where and how the money appropriated for this bill will

be spent.

3) We must also insure that the drive and self-initiative of the

individuals vho are being employed by these projects is maintained.

By its very name, the "c, ranteed Job Opportunity Act" implies

th 4- this is an "opportunity" - only a means to an end, not an end in

itself.

The short -term work opportunities funded in this bill should

serve as a means of motivating individuals to ultimately "go it" on

their own.

A "helping hand" (as this bill is intended to be) should never be

allowed to become an "armload of handouts" for those who may abuse

the system or misconstrue its intent. The pressing need for reform

of our nation's welfare system clearly demonstrates that generations

can become dependent on government intervention.

As I stated earlier, unemployment among people with disabilities is

unacceptably high. We offer these additional comments and

suggestions on your propu;e0 bill as a means of lowering the jobless

rate among Americans who art alsabled:

:98
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(5)

A) Section 5 states that a Private Industry Council located in

the same delivery area of what the bill defines as an "eligible area"

may petition to serve as that district's executive council.

Care should be taken to ensure that this is done whenever

possible to avoid unnecessary redundancy in government and

duplication of similar services. Electing to use the existing

Private Industry Council could also save additional administrative

expenses and improve delivery of services provided under this bill.

If, however, a district chooses to have both an executive council

and a Private Industry Council, the language of this section should

clearly define which body would be in charge of that district's work

projects. We also urge that people with disabilities be included on

these Councils.

B) We question the omission of heavily populated communities

from "eligible areas" for projects funded in this bill. By allowing

only those areas with a population of 300,000 individuals or less to

participate (unless this requirement is waived by the Secretary of

Labor), the effectiveness of this bill could be significantly

diminished in heavily industrialized states such as Illinois.

C) Although the concept of "double-dipping" off the public

payroll should be discouraged, the prohibition against holding a

secondary job for more than 16 hours 'week should be examirrad.

A calculation of the minimum wages earned under this program

indicate that if an individual is paid at the prevailing federal

minimum wage of $3.35 and works 32 hours (the maximum allowed under

the terms of this bill), he or she will be paid only $5,574.40 a

year. This is just not enough to live on, which brings me to our

next point.
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(6)

D) Once again, the issue of "disincentives to work' that are

often a part of the Social Security system must be addressed by this

bill. Are wages that are as low as $5,574 ennually or only 10

percent abcl, an individual's current Social Security or welfare

payment worth the effort? Individuals may choose to remain

unemployed rather than face the requirements of this bill.

Also, once the work project has been completed, are there

provisions for Social Security benefits to be reinstated to

individuals who still need them? This issue should also be

addressed.

E) Under "testing requirements" and English speaking

proficiency, we concur with the bill's provision for waiver of these

requirements for people with disabilities who, due to their

impairments, may be unable to be tested by ordinary means.

We are not suggesting that people with disabilities should be

guaranteed placement without being required to satisfactorily

demonstrate their ability to perform the duties of the job. No one

should be exempt from demonstrating their work skills or their

employability.

F) We also concur with the provisions for job clubs and

supportive services defined as those "which may include

transportation, health care, special services and materials" for

people with disabilities. These services will allow more of them to

participate in the program.

G) We take exception to Section 6 which limits eligibility for

participation in this program to not more than two persons who reside

in any one household.

100
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(7)

de-
As the trend tcward institutionalization continues, mKwe and more

people with disabilities are living in neighborhood half -wal. .louses

or group hams. This provision would prevent residents of these

homes fran participating in the program.

H) Although ycur bill pays substantial attention to job security

of persons currently employed and to guaranteeing that prevailing

wages be paid to workers, there is no specific mention of people with

disabilities as a group which will be protected under the terms of

this bill.

Your bill guarantees non-discrimination toward people who are

disabled (as defined in Section 504 of the Rehabilitation Act); but

as long as 12 million people with disabilities of workino age remain

uneiployed, we believe that specific language should list people with

disabilities as among those who could benefit from work opportunities

provided by this bill.

Mr. Simon, we share your dream for America and our nation's

people. We, too, wish to see competitiveness and prodtivity

restores to the work place.

This bill is a monumental attempt to revitalize the American

economy and put our nation's people bacK to work. However, it is not

legislation without a heavy investment of tax dollars. We hope that

members of your Committee and Congress will give consideration to the

concerns we have raised regarding unemployment among people with

disabilities when deciding appropriate action on this bill.

# ##
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Senator HARKIN. Thank you very much for a very fine state-
ment.

Now we will turn to Nina McCoy, Director of Independent Living
Center, Indianapolis, Indiana. Welcome to the Committee and,
again, your statement will be made part of the record and please
proceed.

Ms. McCoy. Good morning. I am very pleased to be here this
morning representing the Consortium for Citizens with Develop-
mental Disabilities, a coalition of over 60 national consumer, pro-
fessional, and provider organizations, but more importantly, the
millions of Americans represented by these organizations.

I am also here on behalf of United Cerebral Palsy Associations,
Inc., which is a national network of community-based providers of
services to persons with severe physical disabilities. There are cur-
rently 180 affiliates in 45 States across the country concerned with
meeting the needs of persons with cerebral palsy and their fami-
lies.

In recent years, UCI' and CCDD have become increasingly active
ensuring that integrated employment opportunities exist for all in-
dividuals with cerebral palsy and other severe disabilities. We be-
lieve this is a realistic objective for all disabled individuals given
the proper job training and community support.

As you have heard earlier this morning, the economic picture for
disabled individuals is riot good. This picture is even worse for
black Americans with disabilities and other members of minority
groups.

Despite this unfavorable climate, research demonstrates that dis-
abled individuals can work with appropriate education, job training
and support services, including assistive technology.

As Senator Simon eloquently stated in his recently published
book, "Let's Put America Back to Work," putting people to work is
not going to be accomplished through some su "en, single, dramat-
ic move. Creating the right kind of tomorrow is i luch like creating
a mosaic with a host of small pieces all essential to the final pic-
ture.

I believe that my experience as an employer, mother, and stu-
dent aptly demonstrate the delicate yet important role community
support and training can make in the life of a disabled individual.

My name is Nina McCoy. I am currently the Director of an Inde-
pendent Living Center being formed under the auspices of United
Cerebral Palsy of Indiana. I am a single parent, raising a teenage
son. In 1971, I became disabled due to an automobile accident.
Since that time, I have struggled to live independently in my own
community.

Despite my having graduated from college with highest distinc-
tion, I have worked only five of the last 16 years since becoming
disabled. Much of the time I have be-n seriously under-employed. I
have faced attitudinal barriers from E. inployers who did not believe
I had the ability to work. I have been confronted with environmen-
tal barriers that kept me in my home and out of the workplace. I
have also been challenged by the economic burden of severe dis-
ability in which a significant portion of my earnings goes towards
hiring personal care attendants and household help.
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The disincentives to employment can be so great that many indi-
viduals with severe disabilities find it more economical to stay at
home and receive Social Security disability income or welfare.
However, the stan-nant quality of their lives of idle dependency
damages their self esteem and fills them with frustration. Their po-
tentir 1 as wage earners and active participants in community life
is thwarted.

Perhaps the scenario of my daily life as a person with a severe
disability will help you to understnd the support services that are
necessary for a person with a severe disability to be employed.

In order for me to get out of bed and function at all, I need the
services of a personal care attendant to help meet all of my person-
al care needs. My attendant bathes me, dresses me, and takes care
of my bodily functions. She assists me into my wheelchair and
helps me with my personal grooming. I pay for my own attendant
care from my earnings. Last year, I earned 812,900. Without signif-
icant financial help from family, I would have had to stop and go
on welfare to support my son and myself. In fact, last year at one
point I put my house up for sale in order to try to meet my finan-
cial needs.

On a typical work day, I drive myself to work in my van which
has been outfitted to meet my needs. Before I was able to drive
myself, I had to pay someone to drive me wherever I needed to go.
This became very expensive. However, it was much less expensive
than using a private wheelchair transportation service at the rate
of $60 round-trip and more reliable than the paratransit system in
my community. The cost of modifying my van was paid for by the
State of Indiana Rehabilitation Services Administration. If I did
not have an accessible van, I truly do not know how I could be em-
ployed.

Once I am at work, I am able to perform my job independently
due to assistive devices and rehabilitation engineering. My desk
has been raised so that my chair can easily slide under it. My tele-
phone receiver has a special handle on it that makes it easier for
me to pick it up and hold it.

These modifications illustrate how, through creative problem
solving, rehabilitation engineering enables individuals with disabil-
ities to function more independently on the job, in training pro-
grams, or in the home. This is accomplished through the develop-
ment of assistive aids, adaptive devices, and restructuring of work
and/or learning environments and routines. Through such one-of-a-
kind problem solving interventions, individuals with disabilities
strengthen their abilities to function more independently and are
often better able to participate in work and/or training programs
The net result for hundreds of Americans with disabilities is a life
of greater independence and productivity.

Beyond a personal care attendant, I also need assistance with
homemaking services. I must also pay for these services. Home-
making services assist me with cleaning my house, doing laundry,
and preparing meals and other household chores. Although some
individuals might consider these services a luxury, I do not. They
are a necessity with me. Without such services, I would not be able
to maintain my home for myself ai:4 my son.
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When I have been unable to afford these services, my son has
had to assume the role of my personal care attendant and home-
maker. This has caused tremendous stress on our family.

Supported employment has proven that all individuals with
mental retardation can work, when they are given the appropriate
training and support services. These support services might include
a job coach who provides individual on-site job training and might
also teach the client, for example, how to get to and from work
using public transportation.

As you can see, employment for disabled individuals does not
only mean job training, but ensuring that a satellite system of sup-
port services are also in place. Adequate transportation to and
from work is necessary to facilitate success on the job. For a person
like myself, attendant care and accessible housing are also necessi-
ties.

This point has become even more apparent to me recently as I
have begun to hire individuals to work at the Independent Living
Center. I have interviewed a number of well-qualified severely
handicapped individuals who have college degrees. It has really
been a heart-rending and consciousness-raising experience for me
to hear of their struggle to find employment and appropriate com-
munity supports. Many of these young college grads also feel they
are not finding jobs due to the negative attitudes some employers
have towards people with disabilities. I realize that there is no easy
and quick solution to breaki'ig down attitudes of employers, but I
do believe there is a role that Congress and the Federal Govern-
ment can play in this area.

The Federal Government can take a leadership role in educating
employers about the available labor pool of qualified people with
disabilities.

The Federal Government must continue to work together with
community-based groups to train and place individuals in employ-
ment. Finally, aid perhaps most importantly, Congress must pass
the Civil Rights Restoration Act. Enforcement of strong civil rights
legislation is an important factor in protecting, from discrimination
people who have historically been disenfranchised by society.

Senator Simon's recent book outlined a plan for putting Ameri-
cans back to work. We acknowledge his inclusion of individuals
with disabilities in his plan. His book raises awareness about the
employment problem facing qualified disabled individuals, and we
hope that this awareness will assist in finding solutions and guar-
anteeing employment opportunities for all disabled individuals.

As far as recommendations are concerned, we would first like to
commend Congress for the ction it took last session during `,,he re-
authorization of the Rehabilitation Act to ensure that more indi-
viduals with severe disabilities become successfully employed by in-
cluding rehabilitation engineering as a service option and adding
new funds in the area of supported employment.

We are very encouraged by the leadership Senators Tom Harkin,
Paul Simon, and Lowell Weicker have shown this year in ensuring
that individuals receiving supplemental security income were in-
cluded in the Jobs for Employable Dependent Individuals Act.
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The following are recommendations that CCDD believes should
be part of a national plan that would guarantee employment oppor-
tunities for individuals with disabilities:

There should be an increase in the amount of funding provided
to programs that train individuals for employment. Particular em-
phasis should be placed on programs that assist in training and
placing individuals in jobs with an opportunity for career advance-
ment.

There is a need for increased coordination between the Depart-
ments of Education, Labor, and Health and Human Services, par-
ticularly the Social Security Administration in administering their
programs in the areas of education, employment, and job training.
We believe that the Social Security Trust Fund remains an un-
tapped resource to provide necessary funding for job training and
community support services.

We believe that a plan must include mechanisms to ensure that
all individuals whose potential to become economically independ-
ent through assistive devices and rehabilitation technology have
access to such services.

Any plan to guarantee job opportunities must include accessible
transportation, attendant care, and oiler necessary support serv-
ices. It is evident that the lack of these support services contribute
to the unacceptably high unemployment rate amoag people with
disabilities.

And finally, we recognize that there are several barriers to em-
ployment that may not be addressed in a job program, but should
be included in any effort to create employment opportunities. One
barrier is the fear individuals who receive social security disability
income have that they will lose their medical benefits once they
become employed. Congress needs to make a commitment to ensure
that people with disabilities have access to health care.

CCDD stands ready to work with you as you develop other cre-
ative approaches to providing job opportunities and support serv-
ices to individuals with disabilities.

There is nothing more tragic than wasting human potential.
Thousands of disabled Americans can become a part of the work-
force with your leadership.

Thank you.
Senator HARKIN. Thank you very much.
[Additional material supplied follows:]
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May 5, 1987

Senator Tom Harkin
Subcommittee on the Handicapped
Hart Senate Office Building 317
Washington, D.C. 20510

Dear Senator Harkin:

It was quite rewarding for me to testify before the joint hearing
between the Subcommittee on the Handicapped and the Subcommittee on
Productivity on Empl^yment and Disability. I thought the testimony
presented accurately described many of the difficulties individuals with
disabilities face when trying tc become employed.

During the hearing, you seemed particularly interested is the fact
that I must pay for my own personal attendant care. Unfortunately, this
is true for the major percentage of persons with severe disabilities who
rely on attendant care to be active members of society.- Recently the
World Institute on Disability conducted an excellent survey on personal
attendant care in the United States. It demonstrated that my story is
occuring throughout the United States. I would therefore like to request
that the executive summary of this survey is added to the hearing record
as part of my testimony.

I was very impressed by your concern for individuals with severe dis-
abilities. / know under your leadership as Chairman of the Subcommittee
on the Handicapped, individuals with disabilities will be fairly represented
in Congress.

Sincerely,

Nina McCoy of
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Senator HARKIN. Thank you again, all of you, for very fine testi-
mony. I first of all just want to say to Mr. Callaway, does Andrea
work for NewsBank?

Mr. CALLAWAY. No, sir, she does not. She works for a different
company down in Norwalk.

Senator HARKIN. This is the one thing I got confused.
Mr. CALLAWAY. We have about eight or nine employees from

either the STAR Workshop or ARI.
Senator HARKIN. Well, you are to be commended. You have had

good success, you are very pleased.
Mr. CALLAWAY. We have had excellent success. They have been

very productive to the workforce.
Senator HARKIN. Certainly there must be associations that you

belong to in your area of New Canaan, Connecticut. I am not that
familiar with that area, but in your dealings with other business
people in your area, do you talk about this very much? Do you talk
about your experience. Is there any kind of sort of cross-fertiliza-
tion among CEOs and business people in yoar area about your suc-
cess?

Mr. CALLAWAY. Regarding communication with the other compa-
:lies on this matter, what we have done primarily in our communi-
cation with ARI or with STAR, and we will give them references to
go to other businesses in the area, I might mention to them in the
course of a conversation that we have an organization or a formal
method of communication between us, not really.

What we have done is gone back and told, say, the STAR Work-
shop, say I think you ought to contact XYZ Corporation.

Senator HARKIN. I do not know, I just thought about this and,
Dr. Anderson and all of the rest of you, we have alwrys been ap-
proaching this from the standpoint of looking at it organizingand
I am going to have more to say about thisorganizing individuals
with disabilities and handicaps and to provide these programs for
them, to get them into employment.

I am wondering it there should not be kind of another levelI do
not want to say le v,;.1, but sort of a mirror image of this on the em-
ployer side. Maybe we need a national association of employers of
the disabled, sort of a national kind of association where they
would be able to go out from the standpoint riot of individuals with
disabilities and handicaps, but of employers, business people, and
talk to other businesses and say this has been our experience, we
can help you and here are all the hurdles you have to get over, and
here are the things you have to do to employ people with disabil-
ities.

Maybe there is sach an association and I have not heard of it,
but I have never heard of one.

Ms. SUTER. Senator, in Illinois we have a State committee that
has employers on it and we have regional committees of employers
and job clubs, and we find, just as you are suggesting, it is a lot
more credible for employers to talk to other employers about what
is going on, and that questions are understandable and that is
okay.

We also have a jobs program now in Illinois where we have a 1-
800 number where employers can call in and list jobs and the qual-
ification and then within 72 hours we refer a qualified person with
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a disability. So we have found employers to be very interested in
this and helpful to gather them together and help spread the word.

Senator HARKIN. I know the National Chamber of Commerce is
meeting here in Washington this week, and I just began wonder-
ing, does the National Chamber of Commerce have any kind of or-
ganization within its body politic to go out and encourage business-
es to employ the handicapped. I do not know. I just do not know. Ifthey do not, it is something we haw. to encourage.

Ms. Anderson, again I just want to commend you for your very
eloquent statement and to just follow up a little bit. You said, if I
am not mistaken you said that 82.8 percent--

Ms. ANDERSON. You can modify that to 82 percent, sir, ifyou do notmind.
Senator HARKIN. 82 percent of black disabled are unemployed.
Ms. ANDERSON. That is correct.
Senator HARKIN. That is extraordinary. You talked about the

civil rights movement which sort of led the pre' ade to the 1973 Act,
and I guess I would likeat least I would say that it seems that
the Civil Rights Act itself has enabled us to make great progress
with the minority community of this country but it seems like
something has happened here with the black disabled.

I just wonder why are they so stark, why is it so -much different?
We had the Civil Rights Act, for one, we had the Rehab Act, and
blacks have made great progress under the Civil Rights Act, but
why is this sort of falling through the cracks here on the blacks
with handicaps.

Ms. ANDERSON. I do not think anybody has all the answers to it,
130 I think when we started out talking just a while ago about or-
ganizations of employers who employ disabled people, I think as a
beginning we ought to ask every organization in the country of em-
ployers in every area to set aside one part of their meeting agenda
for disabled people; that is rational and fair. We ought to have Na-
tional Rehabilitation Month in September to focus on this problem,
to bring everybody together, regardless of disability and regardless
of where they are, so as a nation we can move in one direction at
least once a year and focus on what we are doing in this area.

We need to set aside rehabilitation training centers in black com-
munities, since transportation is the number one barrier to reha-
bilitation services, jobs, you name it. We do not have one single
black operated, (as far as I know, there could be one but I know of
none), rehabilitz_tion training center in 1987, with all the funding
that has gone on, not one.

We have had very few opportunities as black people to enter the
inelstrial capitalist system, which is the best in the world. We
need that opportunity for the disabled black people. All of these
things are do-able, if more people would listen, hear and become
more involved in reinvesting themselves. Their skills, sharing jobs
and job information.

The information that we presented today, you are aware of it;
however most people are not aware of it. We have to get the knowl-
edge out there. In the media we need to do more to get disabled
people before the American public to vitiak this social discomfort
level. It is terrible! Of course, with blackness on top of disability,
you potentiate the social discomfort level.
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These are things we can do, and these are the things we must do,
but most importantly, the employers. That is where the jcbs o e: to
develop entrepreneurs, to develop jobs, to see that those who have
control of jobs know about this and can commun1mte wi'h each
other so they can do more I think this is where se need to star+.

Senator HARKIN. Senator Simon?
Senator &mom If my colleague would yield, and unfortunately I

am going to have to go to another meeting. First of all, I want to
commend all of you.

What you just said, Ms. Anderson, about the media, one of the
tragedies isand _I am sure my colleagues from Mississippi and
Iowa would agree on thiswe can have a hearing on a relatively
frivolous topic and have five television cameras and all kinds of
people there. Here we are talking about something that really is
vital to millions of Americans, and do not think we have a single
reporter covering this hearing.

We have got to get the message out to America much more clear-
ly than we have up to this point. I simply commend you. You are
building a small number of disciplines here who are going ',o go out
and spread the word.

Let me just make a couple of other comments. One, Ms. Suter,
you are absolutely r'ght, my bill is not a substitute for other
things. It is not the t ,a1 answer. It is part of the a^-1wer. The Re-
habilitation Act, for e1. mple, has done a tremendous amount.

Your suggestion that we get a representative of the disabled com-
munity on the executive committee I think is an excellent one and
is one that we can follow through on.

The one suggestion that you have made and that others have
made is that we ought to have something above the minimum wage
in the way of pay. The difficulty here is as you increase the num-
bers, you also decrease the likelihood of getting something passed.
That is one of the realities that I have to face.

And for a great many people, ever the minimum wage, 32 hours
a week, $464 a month is a tremendous lift over where they are
right now. The average welfare payment, for example, in the State
f Illinois is much more generous than many States. Average wel-

fare payment in IllinoisI do not know what it is in Iowa, I eo re-
member Mississippiin Illinois it averages $289 a month. That is
for a family on AFDC. In Mississippi, it is $92 a month. $464 is not
a lot, but would be a tremendous improvement for a lot of people
in their standard of living, their quality of life.

Again, I want to commend my colleague Senator Harkin for join-
ing on this hearing, and Senator Weicker who was here earlier,
and Senator Cochran, who is here now, for their interest, and these
witnesses and the other witnesses for standing up. This is not an
issue, as we have seen, that has drawn a lot of pre.s, but it is an
issue that really tests whether we are a civilized society, whether
we respond to people who really have a need.

I commend all of you.
Senator HARKIN. Thank you, Senator Simon.
Senator Cochran?
Senator COCHRAN. Mr. Chairman, thank you. I want to join yc_

both in expressing oil.. appreciation to the witnesses who testified
before the Subcommittees this morning. In reviewing the state-
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ments and listening to the comments that I have been able to hear,
I am impressed that this is an issue area that needs the immediate
attention of the Congress and I hope our Committee can make rec-
ommendations that will be helpful in moving us in the right direc-
tion to be sure that there are sensible and workable programs
there to help reach these goals that we all share.

Thank you all for being here, and thank you, Mr. Chairman.
Senator HARKIN. Thank you, Senator Cochran.
I just 11:.-we a couple of other things.
Nina, you received rehabilitative help. You were in an automo-

bile accident, is that right?
Ms. McCoy. Yes.
Senator HARKIN. Did you receive rehabilitative help through the

State of Indiana?
Ms. McCoy. Yes, I did.
Senator HARKIN. And now they have provided you with a van?
Ms. McCoy. No. I purchased the van but they paid for the modi-

fications.
Senator HARKIN. It has got a lift?
Ms. McCoy. Yes, lift equipped and there is a steering device that

I utilize and hand controls.
Senator HARKIN. Hand controls, hand brakes and that kind or

thing?
Ms. McCoy. Yes.
Senator HARKIN. There is a place where your cl-air locks in?
Ms. McCoy. Yes.
Senator HARKIN. You bought the vo-,. but they paid for the modi-

fication?
Ms. McCoy. They paid for the modifications that were quite ex-

pensive. There is no way I could have done it.
Senator HARKIN. I do not know the total extent of yot 11-

ities, but through your testimony you have to have someon. Jvi-
ously to get you prepared for the day in the mornings 1 also at
night also, I assume.

Ms. McCoy. Yes.
Senator HARKIN. Now, that i very expensive.
Ms. McCo,r. Yes.
Senator }immix. Now, do I understand that you pay for that?
Ms. McCoy. Yes, I do. I do not receive SSI, of course I do not re-

ceive SSDI. At the time when I was injured, I had not worked long
enough under Social Security, I did not have enough quarters of
coverage to be able to receive SSDI.

Senator HARKIN. How old were you when this happened?
Ms. McCoy. I was 23, but I had worked in a lot of the social pro-

grams, the Great Society programs that Lyndon Johnson had initi-
ated, whereby at the time they were not covered under Social Secu-
rity.

Senator HARKIN. I see. So the person, the nurse or whoever it is
that you have employed to do this, do you have to pay for that out
of your own pocket?

Ms. McCoy. Yes, I do.
Senator HARKIN. How can you do that?
Ms. McCoy. Sometimes I barter. Most recently, I bartered with

someone, I said, okay, you come and provide X number of hours of
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personal care assistance and y r,u can live in my home, and we bar-
tered that way, but most of the timeit has only been with the fi-
nancial assistance of my family, pi imarily my mother that I have
been able to survive and continue to work and be productive.

Senator HARKIN. You have your own home?
Ms. McCoy. Yes, I do.
Senator HARKIN. And in that home you have a teenage son?
Ms. McCoy. A teenage son, yes.
Senator HARKIN. One child?
Ms. McCoy. One child.
Senator HARKIN. Your teenage son lives there, so it is you and

your son.
Ms. McCoy. And he has had to assume over the years many

what I would call inappropriate roles in terms of assisting me in
order that I can function. As I said, at times when I absolutely did
not have the money or did not have enough moneyin some
States, I am not certain about Illinois, but I believe Illinois has a
personal care attendant program whereby they are able to subsi-
dize individuals with disabilities in order to help them pay for this
kind of service. Indiana does not.

Senator HARKIN. You say we have that?
Ms. McCoy. Illinois has that.
Senator HARKIN. Illinois has that.
Ms. McCoy. And other States do.
Senator HARKIN. Where do you get the money for that?
Ms. SUTER. I could talk for hours on this. It is a significant prob-

lem. We have State funds that we have a program called home
services and it is Medicaid reimbursable. We use State funds to
provide attendant care for people to live independently in their
homes as long as it is cheaper than living in a nursing home,
which it is. It is a third of the cost. Besides the humaneness, it is a
third of the cost of living in a nursing home, so it makes economic
sense as well.

We are just at the tip of the iceberg on a national level. We need
a national attendant care policy.

Senator HARKIN. And you made $12,000 a year?
Ms. McCoy. Yes. Fortunately, with the new position that I have,

I am much more financially independent and not under as great a
financial strain as I have been in the past.

senator HARKIN. Are you familiar at all with any of the veterans
programs that the VA provides for the disabled?
Ms. McCoy. Not specifically, no.
Senator HARKIN. You would probably both be amazed and prob-

ably justifiably angry. I have a nephew who is a quadriplegic.
Ms. McCoy. I am quadriplegic.
Senator HARKIN. You have a little bit more use of y it arms

than he does, a little bit more. His neck was broken about e fifth
or the fourth, I forget, some place in there. He has some use of his
arms, but he has a van like you do and he is able to go out. He is
now going to school, but he received his injury in the military and
the amount of help and assistance that the Veterans Administra-
tion gave has just been phenomenal. It has been wonderful. With-
out it, he could not have done it.
Ms. McCoy. Right.
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Senator HARKIN. He does not come from a wealthy family. He is
from a low income family. But they have done all the things, the
van, the home, the independent living, and he has a nurse every
morning who takes care of him and he goes off to school and does
some other things and takes care of him at night, and that is all
picked up by the Veterans Administration. The whole tab is picked
up.

Again, certainly he was sere ing his country in the military, we
do have an obligation to that, but it also seems that we have an
obligation to individuals who serve their country in other ways. We
do not all serve the country in the military, we serve it in other
ways, and I just think if we can do it for that select group we ought
to expand that kind of support and assistance that we have to
cover all other individuals that have these disabilities.

I am just amazed that you are able to 3o tin ;.
Ms. McCoy. Senator Harkin, I would like to make one other com-

ment, if I may- -
Senator HARKIN. Surely.
Ms. McCoy [continuing]. Concerning discrimination that is felt

by all people with disabilities and in particular by members of mi-
nority groups, black Americans with disabilities, that the discrimi-
nation comes in attitudes that employers have.

Mr. Taylor, if I have his name correct, stated that the primary
barriers to employment of people with disabilities were the lack of
education and training. These are extremely important barriers,
but I believe strongly that the negative attitudes that many em-
ployers have towards people with disabilities, their fears and their
stereotypes, are much more significant barriers to employment or
as great a barrier to employment as lack of training and lack of
education.

Senator HARKIN. I think that is right. I think that way, too. It
has to do with what I mentioned earlier about being uncomfort-
able, not knowing and that kind of thing.

Ms. McCoy. When I was employed two and a half years ago by
the City of Indianapolis, in my interview the inten.awer stated to
me, "Nina, we have been discussing for years hiring a person with
a disability and, to be honest with you, we feel very uncomfortable
about it," but in their honesty we were able to have an honest dia-
logue and I told them "Well, I feel uncomfortable, also, because I
don't know what to expect," and in the process of my being em-
ployed with the City of Indianapolis for two and a half years, those
attitudes just melted away. During the term of my employment,
several other people with disabilities were hired and I think that is
what happenspeople's attitudes change.

Sue mentioned, I believe, that the responsibilities of the joh
coaches and the professional people who were part of their support-
ive employment program, were diminished because fellow employ-
ees were willing and able to provide the types of services and sup-
port that are necessary for people with severe disabilities to be em-
ployed, as they became more relaxed and as their perceptions were
changed from negative to positivc about people with disabilities,
and that will happen and that will happen across the country. It
will happen through this bill if it is enacted.
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Senator HARKIN. Well, I will end it on that note. Thank you all
for coming. Andrea, thank you for coming down from Connecticut.
We are most appreciative, and I can assure you that we will do ev-
erything we can to get the bill passed.

[Additional material supplied for the record follows:]
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National Council on the Handicapped
800 Independence Avenue, S W
Suite 814
Washmvon D C 20591

202 267 3846 voce
202 267 3232 100

June 10, 1987

Senator Tom Harkin

Chairman, Suboormittee on the Handicapped
Room 113
Senate Hart Office Building
Washington, D.C. 20510

Dear Senator Harkin:

Thank you for your invitation to provide comments on the Guaranteed
Jab Opportunity Act and the general problems of employment facing
persons with disabilities. Although we have no specific ea:Ire:Its
about the Guaranteed Jab Opportunity Act, we are very pleased to
submit the enclosed report on employment issues and recommendations
for year review.

The National Council on the Handicapped focused on the area of
employment in the 1986 special report, "Toward Independence", which
includes several recoemendations that will enhance employment
opportunities for persons with disabilities. We believe that
employment is an especially important determinant of independence and
quality of life for persons with disabilities.

We appreciate the opportunity to have our views on employment and the
barriers to employment faced by persons with disabilities
considered. If we can answer any questions or provide additional
information to the Sub.ormittee, pleacp do not nesitate to contact
us.

Sincerely,

At0-1
Sandra S. Perrino
Chairperson

Enclosure
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Natienai Council on the Handicapped
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Washlnstnn D C 2039!
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Indepertdent
Federal Asency

REPaRT ON BMPLOYHENT ISSUES RELATED TO PERSONS WITH DISABILITIES

The National Council on the Handicapped appreciates this opportunity to
discuss the general problems of employment facing persons with
disabilities. As you are aware, the Counc,1 as an independent Federal
agency comprised of 15 members appointed by the President and confirmed by
the Senate. Congress has statutorily charged the Council with reviewing
all laws, programs and policies of the Federal Gnvernment whist affect
persons with disabilities and making such remonendatials as it deems
necessary to the President, the Congress, the Rehabilitation Services
Adrunistration, the National Institute on Disability and Rehabilitation
Research and other Federal agencies and officials. Although many
government agencies relate to the needs and concern of persons with
disabilities, the National Council on the Handicapped is the only Federal
agency with sudh cross-cutting responsibility for disability issues
regardless of age, disability type, employment potential, economic need,
or other individual circumstances.

Over the past three years, the National Onuncil on the Handicapped has
conducted a series of forms thrmxp,cmt the United States in order to
receive input from persons with disabilities, parents, service providers,
experts and otherlarmledgeable individuals concerning the priority needs
of persons with disabilis es. Eplornent heads the list as one of the
major concerns of persons with disabilities in this country. Recognizing
the seriousness of barriers to Employment opportunities for persons with
disabilities, Employment was selected as one of the ten areas in the
Council's report, Toward.Ingge, submitted to the President and
Congress in February, 1986.

In addition, the Ocuncil initiated two Harris Polls. The first Harris
poll examined attitudes and experiences of persons with disabilities,
including questions in the area of employment. As a result of the
findings from the first Harris Poll, a second poll was conducted of
employers, "Enploying Disabled Americans..

For most Americans, employment is a major prerequisite to economic self
sufficiency. Employment is an essential key to successfu, adult
integration into ccununity life. Various forms of work are frequently
associated with greater indepenkrce, productivity, self-esteem, and
social and financial security. In our society, success and quality of
life are often measured in terms of paid employment. For persons with
disabilities, work is no less significant. In fact, employment for
persons with disabilities is critical in deterrairang independence,
self-sufficiency and quality of life.
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Living independent, productive lives is the goal of many persons with
disabilities. Yet for millions of Americans with disabilities, this goal
has been little more than a dream. Advanoements over the last twenty
years, such as the enactment of legislation (the Rehabilitation Act,
Education for All Handicapped Children Act, Developiental Disabilities
Act, Job Training Partnership Act, Targeted Jets Tax Credit, Section 190
of the Tax Code, Employment Opportunities Act) and private sector
initiatives suds as return-to-work programs and projects with industry,
have accounted for an increase in the miter of persons with disabilities
in the labor force.

However, there is ruck that remains to be done in order to insure equal
opportunity and full participation in society by all Americans. Persons
with disabilities account for approximately cne-sixth of the nation's
population. According to the 1980 Census, approximately 22.7 million
working age Americans (16-64) have physical or montal disabilities that
limit employment. Of that number, 15.1 million reported disabilities that
prevented them from working. At the time of the Census Survey, 4.6
million (or 20%) of the 22.7 million perso-s reporting a work disability
were employed in the labor market. The cumber of unemployed persons with
a work disability amounted to 0.6 million. More than three-fourths of all
persons reporting disabilities were not in the labor force.

The Harris Pall findinc- confirm these statistics. The first survey
indicated that "not working is perhaps the truest definition of what it
means to be disabled: two-thirds of all disabled Americans between the
age of 16 and 64 are not working. Only 1 in 4 work full-time, and another
10% work part-time. No other demographic group under 65 has such a small
proportion working, including young blacks."

Another significant finding from the first Harris Poll was that 66% of
working age persons with disabilities who are not working want to have a
jab. that are the reasons for these high rates of unemployment and
underesployment if sixty-six percent of working age persons with
disabilities want to work? What accounts for these persons not being
hired?

According to the Harris Poll of employers, there are several major
barriers that exist to employm-nt for persons with disabilities, these
are:

Forty-seven percent of working age persons with
disabilities who are not working, or working part-time, say
that employers won't recognize that they are capable of
doing a full-time jab.
Forty percent of this group may that a lack of available jobs
in their line of work, or their inability to find jobs, is an
important reason why they are not working full-time.
Thirty-eight percent of disabled persons say that
undereducation and a lack of marketable skills are important
reasons why they are not working full-time.

I "1
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About 3 out of 10 (28%) say that a lade of accessible r
affordable transportation is an important barrier to work for
them.

And 2 out of 10 (23%) of those not working, or working
part-time, say that they don't have needed equipment or
devices to help them work easier or camarnicate with other
workers.

Another significant barrier to employm....... or pers.= with disabilitiee is
dimen-iminaticn by employers. One out of four (25%) working -age disabled
persons say that they have encountered jab diqr,imination because of their
disability. There have been conzerns expressed about how employment
nondiscrimination regulations would apply to persons with disabilities.

One concern is that employers are opposed to statutory prohibitions of
employment discrimination against persons with disabilities. The Louis
Harris and Associates poll of employers (representing equal subgroups of
small, medium, and large businesses) was conducted to determine their
opinions on suds issues. By a substantial majority, employers recognized
the need and indicated their support for nondiscrimination proviLdons
protecting individuals with disabilities. Three-fourths of company
managers interviewed reported that they believe that persons with
disabilities often encounter job discrimination, and over 70% stated that
civil rights laws should protect persons with disabilities.

A related concern is that it is very burdens= for employers to provide
equal employment opportunities for persons with disabilities. The Harris
poll of employers has reaffirmed prior studies that have consistently
found that persons with disabilities make good or better than average
employees. Based upon employers' responses, the Harris organization
concluded, "Overwhelming majorities of managers give disabled employees a
good or excellent rating on their overall job performance," and further,
"Nearly all disabled employees do their jobs as well or better than other
employees in similar jobs. Eapleyees with disabilities were rated as
good or better than their nondisabled counterparts in regard to
willingness to work hard, reliability, attendance and punctuality,
productivity, desire for promotion, ability to take supervision, and
leadership ability.

What about the costs of erployirq a person with a disability? Are job
modifications for employees with disabilities very costly? The Council
has examined existing studies of workplace accommodations provided for
individuals with disabilities and concluded that accommodations are
usually minor and inexpensive (see 2:ajzjinElgviligno, Appendix, p.
A-48). A 1982 Department of Labor study of workplace accommodations
concluded that acommodaticn is "no big deal." The Harris poll of
employers verifies the retina of the earlier studies; the poll found
large majorities of manamrs (approximately 75%) reporting that the costs
of makng accanrodaticns are not expensive. While nearly one -half of
companies reporte.1 that they had made some urwksite moJifications, an
overwhelning majority statad that the costs of accommodatiuns rarely
drives the cost of orployin., a person with e. disability above the average
range of costs for other empxyees.

3
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Finally, the council wishes to note that many businesses have been
Willing to make their facilities accessible to and usable by persons with
disabilities. Such charges have not proven to be eocarbitantly cocca'sive
nor disruptive to business. Making facilities a..thitecturally accessible
benefit oot only persors with disabilities but also many other
customers, irrluding elderly individuals, people pushing strollers and
shopping carts and precrentwomen. The Council is aware that many State
and local grverrrents have seen fit to mandate architectrrral
accessibility as part of their building codes and ordinances. Obviously,
architectural accessibility is not an impossible or unachievable goal.

The extremely high unemployment and underemployment rates for persons
with disabilities have had mrstantied intact upon their lives. The
first Harris survey indicated that disabled Americans are much poorer
than non-disabled Americans. Half of all disabled Americans (50%) aged
16 and over have a household incase for 1984 of $15,000 or less. Among
nat-diaabled Americans, only 25% have household incases in this bracket.
Cne-fourth of persons with disabilities live in households with an annual
incase of $7,500 or less.

It is eviderri: that if these persons are not working and carrot find
employment, they rust find some way to survive. For the most part, the
majority of persons with disabilities not working and out of the labor
force must depend on insurance payments or government benefits for
support.

While it is true that employment opportunities have irgoroved for persons
with disabilities through the educational, training, independent living,
and rehabilitation programs eoristirg in this country today, there is
still a large segment of the disabled poyulaticn who desire to work but
for Whom employmart still mains a di6tanc goal. Cost savings have
already and will cartiate to be realized by increasing the financial
indiverowere of many people with disabilities. The Federal Government
and the private sector rust rake a calcerted effort to overcare the
attitudinal, transportation, physical and assunicatiat barriers that
exIst so that all persons with disabilities who want to work can work.
It is the view of the National Council on the Handicapped that our entire
society benefits from initiatives to secure 'areased opportunities for
persons with disabilities.

4
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Abstract

The present stodywas designed to den-
tify and assess the frequency, distribu-
tion, and Impact of various disabilities
among black Americans Twenty-seven
(27) agencies-8 state and 19 private
from the following targeted cities com-
prised the sample Washington, DC,
Atlanta GA. New York, NY. Gary, IN, Los
Angeles. CA, Little Rock. AR. Detroit,
MI, and Jackson. MS The research find-
ings clearly substantiate evidence of
some unique features of the status of
black disabled individuals Selected
disabilities analyzed. using cross tabu-
lations and chi-square statistics, sug
gest significant clusters of black clients
only as the comparison relates to the
distribution of blacks in the larger pop-
ulation of the designated areas When
analyzed across ethnic groups, the pei
centages of these disabilities for whites
exceed those for blacks by 200% and
sometimes 300% Also, when the con-
trast is based on ethnic group member-
ship across all regions, only sickle cell
anemia is significantly more prevalent
among blacks, and there is greater vari-
ability with regard to the incidence of
disability and ethnicity-based regional
distribution Other findings relative to
earnings and mental retardation,
together with the delivery of services to
blacks, call attention to the need for fur-
ther investigation and for remediation

1
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BACKGROUND

While it is true that handicapped individ-
uals who are members of racial and ethnic
minorities suffer the same indignities as other
handicapped individuals, there are special
and unique problems that these individuals
face because of the lack of awareness of
their cultural differences (Thornhill. 1983)
In addition, prejudice and racial discrimi-
nation continue to exclude a great number
of minorities (particularly blacks) from full
paincipation in all aspects of society (Sted-
man. 1977, Bowe, 1983. Walker et at 1984)

The problem of black handicapped indi-
viduals is indeed complex Not only do blacks
have to live with excessive economic bur-
den, but education is frequently not avail-
able to them As a result, they have fewer
opportunit.es for educator and for earning
decent incomes Moreove. access to their
homes, stores, schools transportation, and
the general community feollitiescan only be
achieved through the use of extreme mea-
sure' and often with the involvement of at
least another person (Miller, 1984)

Merton Gilliam (1981) gives firsthand ex-
amples of prejudices he has experienced as
a double minority (1 e be n; black and hand-
icapped) Gilliam said he grew up in the black
ghetto of Cincinnati during the Depression
and was constantly sub:ected to pressures
and criticism in public schools In his quest
for employment, he suffered humiliation and
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rejection "Nobody wanted to hire a guy on
crutches, employers claimed that they would
have insurance problems," he tells us

During his college years. Gilliam observed
that, of the 80 disabled students who were
sponsored by rehabilitation or other pro-
era ms. blacks received the least services.

Public transportation was not ave._ ble
to the physically handicapped who used
wheelchairs and crutches, and the cost
of special transportation was excessive.
The few facilities that are available to
the handicapped are frequently set apart
so that the individual hes to be treated
as a special case

Clearly, the need for research which
responds to the needs of minority popula-
tions with handicapping conditions has been
substantiated Evidence that minority pop-
ulations (blacks in particular), have unique
handicapping problems and have been
inadequately served in rehabilitation pro-
grams is overwhelming (National Institute of
Handicapped Research, 1981)

However, no comprehensive research has
been conducted to indicate the number of
handicapped individuals within the black
population and to identify these ',fugue
needs. It is essential that research strategies
be Implemented which begin to address
problems and issues specific to the suc-
cessful rehabilitation of disabled minorities.

METHODOLOGY

Purpose
This study, along with two other research

Investigations, was designed to establish
empirical research as a means of identifying
and assessing the frequency, distribution.
and impact of various disabilities among
black Americans The emphasis here is the
identification and delineation of significant
clusters relative to the rehabilitation status
and needs of blacks as compared to other
ethnic groups within eight select geo-
graphic areas of the United States

The profile and results embodied in this
research report cover only the initial ele-
merits of the Maly. More comprehensive
reports will be given subsequently

Description of Participating Agencies
Initiated during the 1983-84 project year

of the "Howard University Model to Improve

2

Rehabilitation Services for Minority Popu
'mons with Handicapping Conditions," this
study examined disability distribution in a
selected sample Table I contains a profile
of the 27 agencies comprising this selected
sample based on pred"ermined research
sites which constitute regional representa-
tion. The following cities were the targeted
Sites Washington. DC; Atlanta, GA; New
York. NY; Gary, IN, Los Angeles, CA; Little
Rock, AR, Detroit, MI, and Jackson, MS. The
rationale for this selection is that a substan-
tial number of blacks reside In these cities
It should be noteo that the sample popula-
tion represents 'genies and clients within
the larger metropolitan areas within up to a
one-hundred-mile radius. . -

See Table II for ethnic population distri-
bution in the respective metropolitan areas
(these figures were taken from the 1980 Pop-
ulation Census)

Data were collected during the period
January to October 1984 via a survey format
through the utilization of a two-part ques-
tionnaire which included three appendices
The questionnaire was mailed out to respon-
dents Eight public and 19 private agencies
participated in this study The total client
population was approximately 282,000, which
constitutes 87% for state agencies and 13%
for private agencies This statistic reflects
some duplication since many public agen-
cies often contract out clients to private
agencies after evaluation The ethnic com-
position of the sample is 36% black, S6%
white, and 8% for other ethnic groups

General Design and Analysis

The research instrument consisted of a
two-part, twenty-four item questionnaire
developed and validated through the coop-
eration of rehabilitation professionals from
the following groups the project's National
Advisory Committee. the Local Task Force
iwhich consists of representatives from
agencies in the District of Columbia metro-
politan area), and the Research Committee
of the Council of State Administrators 01
Vocational Rehabilitation

Types of Analyses

Part I of the questionnaire generated
descriptive i'ormation on agencies sur-
veyed, including staffing and types of ser-
vices provided These descriptive character-

1 2 2
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TABLE I

AVERAGE CASELOAD OF AGENCIES PARTICIPATING
IN NATIONAL SURVEY

LOCATION
PRIVATE PARENT
ORGANIZATION

NO OF NO OF AVG
COUNSELORS CLIPITS CASELOAD

Arkansas C-epartment of Human Servic., 132 3345 93
California Human Resources Center 4 700 100
California Parent Auxiliary 1 15 17
California Parent Auxiliary 1 50 50
California Parent Auxiliary 8 55 6
California State of California 635 93589 148
District of Columbia Department of Human Services 69 13507 200
Georgia Department of Human Services 3 199 30
Georgia Department of Human Serv.ces 82 12144 148
Indiana 148 22644 153

LeagueGoodwillMichigan 3 434 15
Michigan LeagueGoodwill 217 16 91 96
Michigan LeagueGoodwill 635 93! s9 148
Iviichig.rn Michigan Rehab Services 16 1,44 B7
Michigan Michigan Rehab Services 20 144 80
Michigan Michigan Rehab Services 47 3941 111
Michigan Jewish Volunteer Services 4 345 25
Michigan Jewish Volunteer Services 7 167 10
Mississippi Department of Human Services 86 24203 281
New York Assoc for Chn W/Ret M'Dev 30 1000 20
New York Department of Education 74725 --
New York Federation of Jewish Phil 22 1015 25
New York Federation of Jewish Phil 29 435 1(
New York Vera Ins of Justice. Inc 6 153 20
New York Health & Hospital Services

TABLE II
ETHNIC DISTRIBUTION IN THE TARGETED AREAS ACCORDING TO THE 1983

POPULATION CENSUS

CITIES
BLACKS

NO
WHITES

NO TOTALS

Atlanta, GA 498,826 24 5 1.506 640 74 3 2.029,710
Detroit, MI 890.532 20 45 3 376,800 77 5 4,353,413
Gary, IN 126.350 19 65 491,274 76 4 642,781
Jackson. MS 126.202 39 3 192.547 60 0 320.425
Little Rock, AR 82,865 21 0 306,058 77 7 393,774
Los Angeles, CA 943,968 12 6 5,073.617 67 8 7,477,503
New York, NY 1,940.628 21 27 6,117,497 67 07 9,126,346
Washington, DC 853.719 27 8 2 072,934 67 7 3.060.922

Metro Area
(SMSA)

'Contact Personn,a Int Lewis
Buraa.,

SumanO MD
763- $002

3
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Mies were examined across state and pri-
vate agencies with crosstabulation, part II
of the research instrument facilitated the
collection and analysis of the following types
of data a) the frequency of various types of
disabilities and b) a comparison of client
earning levels at referral and closure Utili-
zation was also made of a chi-square statis-
tical measure In the an "ylsis of data.

Research Questions
1. With reference to the descriptive char-

acteristics of the sample surveyed, (a) how
many clients were served in the respec-
tive agencies for Fiscal Year 1983, and
what was the ir.erage caseload per coun-
selor') (b) what types of services were
provided? (c) what wastwere the princi-
pal source(s) of funding/

2 What is the ethnic breakdown of the sem-
pie populations/

3 Of the 18 identified disability groups,
which ones, if any, are significantly more
prevalent among blacks than among
whites')

4 Are thud significant differences, based
on ethnicity, with respect to these 10
selected disabilities/

Blindness
Diabetes
Orthopedic Impairment
Sickle Cell Anemia
Amputee
Epilepsy
Substance Abuse
Cardiovascular Viseases
Mental Retardation
Visual Impairment

5 What percentage of the total sample con-
stitutes mental retardation for all ethnic
groups in both private and public agen-
cies/

6 Is there a relationship between disabilit)
and ethnicity with respect to regions/

7 What is the level of earnings of clients at
referral and closure by ethnicity/

8 Given the five regions.
West California
Midwest Michigan, Indiana
MidAtlantic Washington, DC
Northeast New York
South Georgia Mississippi, Arkansas

where are the most significant clusters
the 10 major disabilities for nonwhites
located/

4

Results

An analysis of Part I of the survey instru-
ment yielded descriptive characteristics of
the sample (including staff personnel, clients
seined, types of services provided) which
are as follows:

1 Eight public and 19 private agencies
showed a grand total of over 1,660
cluaselors (not Including New York
.state) and 282,000 clients served dur-
ing the 1983 fiscal year. Of these, the
pubiic agencies account for 70% of the
counselors end 87% of the clients
served Table I gives a more detailed
breakdown of these variables and their
respective frequencies Much of the
data from New York State and Harlem
Hospital are currently being further
analyzed, therefore, all 01 the findings
are not fully reported. The remaining
data will be included in a subsequent
report to be given at a later date

2 State agencies located in larger, more
highly populated states carry propor-
tionately larger clientele Examples are
the State of California with approxi-
mately 94.000, New York State, 74,725,
Mississippi, 24,000, and Indiana, 23,000
Georgia and the District of Columbia
also have relatively large clientele
some 12,000 and 13,500 respectively.
(See Table I.)

3 With respect to average caseload per
counselor, private agencies seem to
have an advantage For instance, pri-
vate agencies have a grand mean of 48
clients per case worker That is over
300% as many It must be noted, how
ever, that these 156 clients might con-
etitute a spurious statistic, since state
,encies often contract out services to

private agencies so that clients are often
included in state agency intake and after
evaluation, they are then referred to
private facilities for the provision of
specific services such as training Pri-
vate agencies include organizations
such as Goodwill Industries and the
Association for Retarded Citizens

Another variable was the primary sourer
of funding for the respective agencies These
represent three principal types statefed
eral matchings statesupported and private
contributions As might be expected, all eight
public agencies tell under the category of
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state-federal matchings For the private
agencies, there is a great deal of overlap
since many of these agencies get their
financing from combined sources For
instance, as many as 56% of the agencies
reported support from state-federal match-
ings Yet, many of these are also repre-
sented in the 33% financed by private con-
tributions and also in the 39% receiving con-
tributions from sources ether than the three
mentioned above. (See Table III.)

A detailed examination was also made with
respect to the types of agencies serving dis-
abled populations in the targeted areas as
well as the services offered. Tables IV and V
contain an overview of these data Pre-emi-
nent among the types of agencies are voca-
tional, vocational rehabilitation. educa-
tional social service, mental health, private
and non-private residential and nonresiden-
tial. nun-profit and independent living cen-
ters The types most frequent in our sample
are vocational (12%), vocational rehabilita-
tion (23%), educational (6%), non-profit
(12%), and private (9%). (See Table IV.)

The data reflect the delivery of a wide range
of services The following are among the
most frequent types of services provided by
the participating agencies medical diag-
nosis and treatment, psychological diagno-
sis and treatment, psychiatric diagnosis and
treatment, vocational and educational
counseling, peer counseling, academic
reinforcement, vocational assessment,
occupational and physiotherapy, job train-
ing and placement. A large number of agen-
cies also provide vocational assessment (i e
21 agencies, or 78%. offer this type of ser-
vice). Consistent with this, there are a sum.-
larly large number of agencies offering job
training, for example, 70% of our sample
offer this service and 56% provide job place-
ment. With reference to vocational educa-
tion and counseling, another 56% offer aca-
demic reinforcement see Table V for further
breakdown )

In Section II (of the research instrument).
selected disabilities analyzed by ethnic
groups reveal some interesting contrasts Of
the 18 :Isability categories listed in the sur-
vey questionnaire, the categories with the
largest number of clients were "ot c- total-
ing 20,844 (this category includes clients with
multiple handicaps) and "menta' retarda-
tion' totaling 18,114 Of the menta' , retarded
clients, 14,727 were served by state agen-

'5
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cues and 3,831 were served in private agen-
cies (Mental retardation represents clients
clearly identified as mentally retarded
approximately 13% of the sample popula-
tion Nevertheless, it rr,...t be stated that it
is likely many of the clients identified under
the "other" category may also be mentally
retarded, aim* this category Includes the
multiply handicapped ) The data show that
6,989 of the 14,727 mentally retarded clients
(48%) In the public agencies were black
Similarly, 1,919 of 3,836 mentally retarded
clients (50%) In the private agencies were
black (See Table VI). A similar pattern was
shown for whites. Mental retardation was
48% and 41% respectively for state and pri-
vate agencies.

Other major disabilities showing signifi-
cant clusters for nonwhite groups in public
agencies are blindness (32%), sickle cell
anemia (95%), orthopedic impairment (25%),
substance abuse (30%), and cardiovascular
disease (30%) Amputee. diabetes and epi-
lepsy also represent proportionate clusters
for blacks and other minorities It should be
noted, however, that while each of the dis-
abilities cited is significantly high among
blacks, sickle cell anemia is the only one
which has a lower rate of manifestation
among white clients in the sample In
response to research question 3, of the Its
disability groups selected for the sample,
only sickle cell anemia is more prevalent
among blacks than among whites when the
comparison is based on ethnic group me 1-
bership across all regions However, the data
bears out a positive answer to research
question 4, since the significant differences
in the prevalence of disability do exist based
on ethnicity

With respect to the most significant clus-
ters in the 10 major disability groups across
state and private agencies, in response to
research ctuestion 4 (Is there a relationship
between di >ability and ethnicity with respect
to region?). the following results were
observed Table VI indicates that sickle cell
anemia, mental retardation and cardiovas-
cular disease all have significant clusters
across state and private agencies Blind-
ness, diabetes, amputee and substance
abuse (all in the 30 to 30 + percentage range)
suggest significant clusters also This, how
ever, is 'effective of the distribution of blacks
in the sample population which is 36% All
of the other disabilities named in research



TABLE III

TYPE AND SOURCE OF SUPPORT FOR AGENCIES PARTICIPATING
IN NATIONAL SURVEY

FEDERAUSTATE STATE PRIVATE
TYPES OF AGENCIES MATCHING SUPPORTED CONTRIBUTIONS OTHER

Number Percent Number Percent Number Percent Number Percent

State . 8

Other =, 19

28 100

10 54 6 33 6 33 7 39

TABLE IV

PROFILE OF SAMPLE AGENCY CATEGORIES
AGENCIES

cr, STATE AGENCIES PRIVATE AGENCIES OTHER

Number Percent Number Percent Number Per ft
TYPE OF AGENCY

Correctional
Educational
Government
Hospital
Inreapendent Living Center
Mental Health
Non-Private
Non-Profit
Nun-Residential
Private
Profit
Residential
Social Service
Vocational
Vocational Rehabilitation

Told'

0
0
4
1

1

0
1

0
1

0
0
1

0
1

7

0
0

80 0
100 0
20 0

0
50 0

0
25 0

0
0

200
0

16.7
30 4

0
6
1

0
4

5
1

0
3
9
0
4

8
5

15

0
100 0
20 0

0
80 0

100 0
50 0

0
75 0

100 0
0

800
100.0
83.3
69 6

0
13

5
1

5
5
2
0
4

9
0
5
13

13

23

0
6.7
5 6
1 0
5 6
5 6
2.2
0
4.5

10.1
0
5.6
6.7
6 7

26 0
18 71 89 100 00

126
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TABLE V
SUMMARY OF TYPES OF SERVICES OFFERED BY SAMPLE AGENCIES

AGENCIES

TYPE OF SERVICES
STATE AGENCIES PRIVATE AGENCIES OTHER

Number Percent Number Percent Number Percent
Academic Reinforcement 4 27 11 73 15 6Independent Living 5 36 9 67 14 6Job Placement 6 40 9 60 15 6Job Tralning/Ret 7 37 12 63 19 8Medical Diagnosis 6 55 5 45 11 5
Medical Treatment 6 67 3 33 9 4
Occupational Therapy 5 50 5 50 10 4 1.Peer Counseling 3 33 6 67 9 4 NDPhysical Therapy 5 63 3 37 8 3 ND
Psychiatric Diagnosis 6 60 4 40 10 4
Psychiatric Treatment 6 46 7 54 13 5Psychology Diagnosis 6 43 8 57 14 6Psychology Treatment 8 46 7 54 13 5Recreation Facilities 5 45 6 55 11 5
Social Work 1 10 9 90 10 4Transportation 6 43 8 57 14 8Other 2 40 3 60 5 2

.1 4
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question 2 are also proportionately signifi-
cant (see Table VI)

It is important to note, however, that these
percentages constitute significant propor-
tions only as they relate to the distribution
of blacks in the sample and in the larger
population of the designated areas When
ana:yzed across ethnic groups, the percent-
ages of these disabilities for whites are two
and sometimes three ti nes the proportion
for blacks. Examples of these phenomena
are reflected in the fact that among the blind,
32% were black and b6% were white Like-
wise. of the substance abuse clients, 30%
were black and 61% were white. Another
example of these comparisons is the fact
that in public agencies epilepsy was 28%
among blacks and 64% among whites (See
Table VI for review of these data )

While this pattern of concentration of black
nandicapped clients seem to be character-
istic of the sample for most regions (West,
Midwest, and Northeast), for most of the dis-
ability clusters reported above there are
several exceptions however. The chi-square
statistic& procedure showed a significant
relationship (above and beyond the .01 level)
between disability and ethnicity with respect
to the regions from which the sample was
drawn (see Table VII) The pattern of dis-
ability in relationship to the clients' ethnicity
was less consistent for the Southern and
Mid-Atlantic regions than for the other three
regions.

An examination of Table VII for the West,
Midwest. and Northeast regions, reveals
similar ratios of the incidence of visual
impairment, amputee, and epilepsy between
blacks and whites to those found in Table
IV for the overall sample However, there is
greater variability with regard to the inci-
dence of disability and ethnicity based
regioria' d:stribution For example. mental
retardation in the Southern region is reported
as 69% arnong blacks as compared to 28%
among whites (whereas it was reported as
about equally distributed within the overall
sample for both public and private agen-
cies) Visual impairment is reported as being
about three times as high among blacks in
the MidAtlantic and Southern regions This
pattern was reversed in the overall sample
Likewise, substance abuse is reported to be
70% arr,ong blacks as compared to 23%
among whites in the Midwest The Mid-
Atiant: region reported overwhelmingly high

8

proportions for blacks for tach of the dm
ability categories

With reference to the economic status of
clients at referral, the data indicate that gen-
eral!), a, the income levels increase, the per-
centagt f blacks in the respective catego-
ries decreases Further, some 32.410 of the
109,142 (or 30%) of clients with no earnings
are black (see Table VIII). With respect to
earnings of clients at closure, the data show
some margii,JI decrease across all ethnic
groups (except blacks) in the no income cat-
egory. The percentage of blacks in this cat-
egory went up by 2%. However, there Is a
significant upward trend in the percentages
at the higher income levels for black clients
For instance, In the less than 650 per week
category, the percentage of blacks dropped
from 29% at referral to a mere 5% at closure,
while in the $200 + category, the percentage
rose from 12% to 15% (See Tables VIII and
IX for thece comparisons )

DISCUSSION

The study clearly has substantiated fur-
ther evidence of some unique features of
the status of blacl, disabled individuals
Indeed there are important findings that call
attention to further examination and per-
haps remediation

The current study provides an overview of
the types and level of rehabilitation services
in eight metropolitan areas throughout the
United States The findings include a profile
of eight public and 27 private agencies It
also provides comparisons of the distribu-
tion and frequency of disability among the
sample population An analysis of 1980 cen-
sus data reveal the incidence of disability
among blacks in the general population to
be almost twice as high among blacks as it
is among whites-14% as compared to 8%
(Bcwe, 1983) However, the breakdown of
disability among the clients in the current
study in the majority of the categories iden-
tified for the study, with the exception of
mental retardation (which was almost evenly
distributed) and sickle cell anemia (which
was found almost exclusively among blacks).
was reported at levels two or three times
higher among whites than blacks It was
noted, nevertheless, that a large number of
blacks were identified under the other cate-
gories which included multiple hand.caps
The distribution c various disa:,1111,es by
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TABLE VI

NUMBER AND PERCENT OF CLIENTS FOR SELECTED DISABILITIES
BY ETHNIC GROUPS

DISABILITY

STATE AGENCIES PRIVATE AGENCIES

BLACK WHITE HISPANIC OTHER BLACK WHITE HISPANIC OTHER
TOTALN% N % N% N% TOTAL N % N% N% N%

Amputee 539 33 919 57 89 6 65 4 1612 93 44 10049 2 1 14 7 209
Blindness 1273 32 2201 58 216 8 248 8 3938 234 35 281 42 - 158 23 673
Cardiovascular 1302 38 2022 57 106 3 152 4 3582 234 48 214 42 23 5 34 7 505
Cerebral Palsy 249 28 847 88 38 4 17 2 949 33 31 63 60 5 5 4 4 105
Diabetes 394 33 708 59 61 5 47 4 1210 62 44 70 49 2 1 8 6 142
Digestive Disorder, 815 38 1054 61 38 2 25 1 1732 87 52 59 45 1 1 3 2 130
Epilepsy 58028 1285 64 126 8 45 2 2018 111 41 148 54 8 3 5 2 210
Hearing Impairment 1018 20 3398 67 313 6 330 7 5059 227 33 362 53 25 4 6810 682
Learning DIsabllitlea 59828 143783 218 10 26 1 2277 188 37 308 69 10 3 1 - 513
Mental Hines, 3160 22 10038 70 885 5 393 3 14276 402 18 1494 88 214 10 142 6 2242
Mental Retardation 6989 48 7035 48 384 3 319 2 14727 1919 50 1558 41 215 5 144 4 3835
Orthopedic Impairment 5143 25 13617 67 1198 8 524 3 20480 706 43 779 49 35 2 89 8 1629
Respiratory Conditions 264 35 433 57 36 5 33 4 788 30 30 54 55 4 4 11 11 99
Sickle Cell Anemia 238 92 10 4 10 4 258 43 90 - - 510 4e
Speech ImpaIrmer 1 158 33 258 54 52 11 10 2 478 23 31 45 61 3 4 3 4 74
Substence Abuse 3278 30 8559 81 739 7 201 2 10777 371 35 687 82 1 0 31 3 1070
Visual impairment 248 24 618 61 111 11 38 4 1011 60 25 158 67 9 4 9 4 236
Other 9499 55 5738 33 474 3 1683 10 17398 1413 43 1513 49 9 3 156 5 3095
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TABLE VII

SIGNIFICANT CLUSTERS IN THE MAJOR DISABILITY GROUPS ACROSS REGIONS
(STATE AGENCIES ONLY

DISABILITY

WEST
CALIFORNIA

MIDWEST' MIDATLANTIC
INDIANA DC

NORTHEAST:
NEW YORK

SOUTH GA,
ARK., MISS.

B W Ho BWHOB WHO 8 W H 0 0 WHO
Blindness 321 1043 197 48 82 82 9 1 238 31 5 30 28 68 2 608 161 5 168

% 20 65 12 3 47 47 5 1 78 10 2 10 27 71 2 64 18 1 18

Visual Impairment 40 124 105 10 2 9 3 89 5 2 12 20 121 2 185 359 1 11

Y 14 44 38 4 14 84 21 78 6 2 14 14 85 1 31 87 2

Ortho Impairment 1006 4225 1165 222 100 96 12 745 29 19 123 938 4722 52 2358 4545 127

% 15 84 18 3 48 46 6 81 3 2 13 16 83 9 34 65 2

,-.o Amputee 62 197 84 22 9 14 3 0 79 2 2 11 97 299 13 292 406 19

% 17 54 23 6 35 54 12 84 2 2 12 24 73 3 40 57 3

Substance Abuse 841 1872 734 43 39 13 3 0 986 80 8 89 591 1397 19 102' 3197 5 50
% 20 57 22 1 70 23 6 85 7 6 8 29 70 1 24 75 .1 1

mental Retardation 486 995 365 31 51 38 5 624 55 10 67 1371 4063 41 4687 1686 4 180

'Y. 26 53 19 2 55 39 b 83 7 1 9 25 74 1 89 28 .5 5

Sickle Cell Anemia 50 1 1 9 1 40 1 4 55 8 0 84 e

% 96 2 2 90 10 89 2 9 87 13 93 7

Cardiovascular 171 439 106 30 14 13 0 1 360 4 5 81 193 679 3 se< 88 51

% 23 59 14 4 40 48 4 60 8 1 18 22 78 .3 38 60 3

Epilepsy 88 317 128 15 19 18 52 8 3 15 132 841 5 209 305

% 16 58 20 3 54 48 68 8 4 20 17 82 1 40 V? 2

Diabetes 54 167 58 9 8 9 108 2 3 24 72 319 2 154 213 12

1 30



TABLE VIII

EARNING STATUS OF CLIENTS AT REFERRAL BY ETHNIC GROUP
ACROSS STATE AND PRIVATE AGENCIES

MEAN WEEKLY INCOME BLACK % WHITE % HISPANIC /. OTHER % TOTAL
No Earnings 32410 30 69351 64 4215 4 3166 3 109142
Less than $50 316 29 724 65 37 3 32 3 1109
$50499 472 28 1288 70 35 2 52 3 1847
81004120 358 38 541 57 29 3 17 2 945
$151$199 146 22 49e 74 10 2 19 3 671
$200 + 281 12 2115 87 40 2 3 1 2439

TABLE IX

EARNINGS STATUS AT CLOSURE BY ETHNIC GROUPS
ACROSS STATE AND PRIVATE AGENCIES

MEAN INCOME WEEKLY BLACK % WHITE 'Y. HISPANIC % OTHER % TOTAL
No Earnings 6378 32 12183 62 731 4 410 2 19702
Less than $50 639 5 12419 94 16 .1 23 2 13097
$50499
51004125

618 25 1722 71 75 3
423 3 872 62 80 8

26
25
57

1

2
2441

1400
S126S150 1535 30 3322 65 199 4 39

1 5113
$151-5199 748 22 2378 71 188 6 523 1 3353
$200 + 1016 15 4745 71 406 6 8 6690
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PREFACE
By Irving Kenneth Zola, Ph.D.,

Department of Sociology, Brardeis University

Independence and self-reliance are strongly held American
values. They are the key to any claim that we are a truly open
society. For it is reasoned that if anyone wo J only try hard
enough, s/he could eventually succeed -- the Ho tio Alger myth.
That such concepts have also crept into our rehabilitation
literature should be no surprise. Thus traditional stories of
successful rehabilitation continually stress the individual's
t.bility to overcome his/her particular chronic disease or
disability. In fact, success in rehabilitation is often equated
with high scores on The Adaptation in Daily Living (ADL) scale, a
scale that measures an individual's ability to do many personal
care activities by him/ herself.

The founders of the Independent Living Movement scored
poorly on the ADL scale. They were people on whom traditional
providers of care had given up -- people for whom not only a
productive life but even a meaningful one was deemed impossible.
Neither they nor their families accepted the judgments of experts
and in their struggle and their answer the Independent Living
Movement was born. Their stories of success are different.
Without negating the importance of personal qualities and the
improvement of one's functional abilities, they emphasized the
necessity of removing architectural barriers, changing societal
attitudes, and using help whenever and wherever they could get
it.

In all the years I've heard Ed Roberts speak (To those who
don't know him, he s one of those "rejects" mentioned above -- a
man, post-polio, who uses a respirator and a wheelchair and was
deemed unworthy of California's rehabilitation dollars. He went
on to co-found The California Center for Independent Living and
1-ter the World Institute on Disability and in-between became
California's Director of the Department of Rehabilitation and a
MacArthur Fellow) he has introduced his personal assistant by
name and briefly detailed the latter's role in Ed's being "here."
Ed makes the gesture to concretize a concept of independence
which is a corner tone of the Independent 'lying Movement
(DeJong, 1983).

For Ed and others in the Independent Living Movement,
Independence is not measured by the quantity of tasks one can
perform without assistance but the quali.:y of life one can have
with help. People hay.: often gotten help from others but it was
often given in the context of duty and charity (Scotch, 1984).
Help in the context of Independent Living is instead given within
the framework of a civil right and a service under the control of
the recipient -- where, when, how and by whom.
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This concept has long been argued about but little studied.

DeJong (1977) surveyed the services of one state; DeJong and
Wenker (1983) did a comparison of several; and Laurie (1977), a
timely national overview. Within the last three years DeJong
(1984) and Ratzka (1986) have provided in-depth descriptions of
the progresn and promise in the Netherlands and Sweden. This
current report, prepared by Simi Litvak and sponsored by the
World Institute on Disability, is a much needed American response
-- a detailed survey of some 154 attendant service programs in
the U.S. serving almost a million people.

The 17-page questionnaire measured their development, admini-
stration, funding sources, and degree of conformity to the ideal
Independent Living Model. Despite the wealth of data, this
report is no mere compilation of tables and statistics. It is an
extraordinarily self-critical document, telling the reader what
it gathered well, poorly, and not at all. It names names and
articulates issues. While echoing the need for further infor-
mation, in a series of recommendations it lays down the gauntlet
of what must be done to make all our citizens independent. While
documenting the programs already in existence, it also describes
the underserved and poir's to the future (the ever increasing
number of newborns with disabilities as well as increasing aging
of our population). It is clear that many who will read this
report will not at present have a disability. But if the data on
aging and genetics are correct, it is unlikely that anyone
reading it will not in their lifetime have to face the issue for
him/herself or in his or her families.

At long last, we now have some baseline data. Personal
Assistance for Independent Living lays down h.,1,4 fpr we have come
and how far we have yet to go.
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SECTION I

INTRODUCTION

The need for community-based personal assistance services
for independent living and the lack of a nationwide policy
direction and mechanism for meeting that need has become an issue
of major signiticance for disabled people of all ages who feel
these services are critical to their ability to control their
lives. Along with people who are disabled and their families,
advocates, legislators and social policy makers throughout the
United States and abroad have placed personal assistance services
at home and in the community on the global agenda.

Personal assistance involves assistance with tasks aimed. at
maintaining well-being, personal appearance, comfort, safety and
interactions within the community and society as a whole. In
other words, personal assistance tasks are ones that individuals
would normally do for themselves if they did not have a
disability.' Central to this definition is the precept that
personal assistance services should be controlled by the user to
the maximum degree possible.

Our research leads to the conclusion that, for every person
who is actually receiving community-based, publicly-funded
personal assistance services, there are more than three people
who need such services but who are not getting them.
Specifically, we estimate -- on the basis of data from the
National Health Interviei Survey and surveys of the
institutionalized population -- that 3.8 million people in this
country need personal .ssistance services. According to the
survey which is the subject of this report, however, only
approximately 850,000 people currently receive personal
maintenance and hygiene, mobility and household assistance
services from publicly-funded, community-based programs. Thus,
almost three million people in need are going unnerved.

Moreover, almost all of the service programs which do exist
are inadequate. Seldom do they offer the combination of personal

1 These tasks include: 1) personal maintenance and hygiene
activities such as dressing, grooming, feeding, bathing,
respiration, and toilet functions, including bowel, bladder,
catheter and menstrual tasks; 2) mobility tasks such as getting
into and out of bed, wheelchair or tub; 3) household maintenance
tasks such as cleaning, shopping, meal preparation laundering and
long term heavy cleaning and repairs; 4) infant and child related
tasks such as bathing, diapering and feeding; 5) c'gnitive or
life management activities such as money nanagement, planning and
decision making; 6) security-related services such as daily
monitoring by phone; and 7) communicetion services such as
interpreting for people with hearing or speech disabilities and
reading for people with visual disabilities.

142
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assistance services necessary to enable people who are disabled
to function satisfactorily at home and in the community.
Distribution of these programs is uneven across the United
States, eligibility criteria vary widely, and direct service
providers are generally poorly compensated.

Before discussing the results of the survey, it is important
to make clear the particular philosophical orientation that has
framed the conduct of the research and the interpretation of the
results. What follows in this introduction then is the
Independent Living view of personal assistance services, why they
are needed, what they are and who can benefit from them. The
World Institute on Disability (WID) is suited to prJsent this
view for several reasons. WID was established by several
founders of both the Independent Living Movement and the first
Center for Independent Living in Berkeley, California.

As a mechanism for obtaining input from other experts in the
field during this study, WID established an Attendant Services
Advisory Committee comprised of leading activists in the field
and in the Independent Living Movement. Finally, at the request
of the National Council on the Handicapped, WID played the major
role in organizing the National Attendant Care Symposium held in
July, 1985, under NCH sponsorship; most of the recommendations
presented at the end of this report came out of that Symposium.

The Need for a National Personal Assistance Program and Policy

The need for personal assistance services has grown over the
last few years. Due to advances in medical technology, there has
been a sharp increase in the number of young people with
extensive disabilities in tne U.S. population. ftny of these
young people face a full lifetime in a nursing home, dependence
upon their families until the parents became too 013 to provide
the -.ceded services, or dependence upon service programs that
encourage dependence and poverty. This population has become the
driving force behind the creation of the Independent Living
Movement and its efforts to gain publicly-funded personal
assistance services with maximum user control.

The ever-increasing number of people in the U.S. population
who are old has expanded the disabled population needing personal
assistance, since loss of functional ability (i.e. ability to
perform activities of daily living) often accompanies the
illnesses and injuries that occur more commonly among older
people.

The demand for personal assistance services has alto
expanded as a result of the growing emphasis on keeping and
taking disabled and elderly people out of institutions. This
emphasis was largely born out of efforts by advocacy groups
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representing people with n variety of disabilities (mental
retardation and "mental illness" in particular) during the 1960'sand gained strength with the emergence of perhaps its mostnatural adherent, the Independent Living Movement, in the 1970's.

It was clear to these activists that the su:cessful
deinstitutionalization of people with extensive disabilities, aswell as the prevention of

institutionalization and avcidance of
dependency, rested substantially on the availability of personal
assistance services in the community. However, the existing
service system lacked a strong community-based oriertation anddid not offer services that foster independence.

The demand for personal assistance services has grown alsobecause older people and their advocates are wagiNg a struggle todevelop a "continuum of long term care" where norsilg homes areonly one of several elements, rather than the prim.ry locus ofassistance for older people with functional limitations.

A fifth factor increasing the demand for persclal assistance
services has been the transformation of the U.S. family. Amajority of working-age women now hold jobs outside the home.Rising divorce rates, shrinking family size ane the growth in
single-parent families have all contributed is the family'.
decreasing ability to provide personal assistarce services fordisabled members of all ages.

Finally, during the late 1970's and eLrly 1980's, thefederal and state governments
became very ilterested in thereplacement of institutional care by communi.y-based services,

which include personal assistance services, b-cause this seemedto be a more economical way to treat disabled people unable tomanage completely for themselves.

The need for community-based
personal assistance services,then, is clearly on the national agenda. Despite the growingnewel and interest, however, the federal gcvernment has neitherpromo'ed the development of these services nor established acoherent policy on the issue. Jurisdiction over various personal

assistance programs and policies is ....vided among numerousfederal agencies and congressional committees. There is nocoordinated "system".

In the absence of a comprehensive
federal policy and fundingfor personal assistance services,

some states have tried to piecetogether several federal funding sources into a state program; afew other states have tried to meet the need by developing theirown policy and program; still other states have done nothing inthe area and, as a result, have almost no personal assistanceservices available.

The lack of a comprehensive,
coordinated national policyoften means that, even where the services are available, users
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either have to maneuver through a fragmented maze of service
programs in order to put together a package of required services,
make do with services that are inadequate, or remain in an
institution, nursing home, or isolated at home with their
families.

In addition, those programs that do exist usually provide
assistants only for poor people. This means that people either
need to have incomes below the poverty level or earn enough not
only to support themselves but also to pay for the assistance
that they need as well. The resulting need to earn a relatively
high income thus discourages people from working, thereby
increasing, rather than decreasing, public expenditures on the
disabled.

The Concept of Personal Assistance and Attendant Services

This report covrrs solely attendant services. Attendant
services are a subset of the full range of personal assistance
services disabled people need to function independently in the
community (see footnote 1, page 1). Attendant services include
assistance with personal maintenance, mobility and household
maintenance tasks. Often these services are separated into
groups and offered by separate programs. To compound the
confusion, they are called by other names as well: personal care
services, personal care attendant services home health aide
services, homemaker services, chore services.I

Our conception of appropriate personal assistance services
goes much deeper than a simple listing of tasks, however. Of
major importance is that personal assistance service users have
the opportunity, if desired, to exercise as much control as they
are capable of handling over the direction and provision of these
services - i.e. who does them, how, and when. This element of
self-determination lies at the core of the Independent Living
model of service delivery. The model rests on the philosophy
that to be independent means to be empowered and self-directed.
Independence does not mean that one must be able to perform all
tasks alone without help from another human being. This
distinction may appear to some as not very significant, t-_:t I, '-
absolutely crucial for people of all ages with extensive
disabilities. Such individuals may be able to perform few if any

2 In discussing and defining personal assistance and
attendant services, we deliberately avoid the use of the t, Lm
"care" (e.g. attendant care, persona: care, etc.) because it
implies that the disabled person passively receives the
ministrations of the attendant. In our view, care is what sick
people receive. Disabled people are not sick and, therefore, do
not need "care". They need an assistant.
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daily living tasks without assistance, but this fact has no
bearing on their right to determine ',hen, where and how these
tasks are performed. ?or people who are unable or unwilling to
totally direct their own services, the option to receive services
from assistants trained and supervised by a public or private
agency should be available.

In addition, personal assistance services are personal
assistance services even when they are performed by members of
one's family. Consequently, family members who provide such
services at the request of the user should be entitled to receive
compensation for their labor. People with extensive disabilities
may require 20 or more hours of assistance per week, the
equivalent of a half-time job. This amount o: assistance, which
is quite beyond what family members would do for each other if
none were disabled, clearly cuts into the time that would
otherwise be available for outside employment and other familial
duties. The vast majority of people who provide volunteer
personal assistance in the U.S. are women, a situation which
increases the incidence of poverty among women. Clearly, sub-
stantial governmental expenditures are often avoided when
families maintain disabled members outside of institutions, but
providing these services on a volunteer basis often entails
considerable costs: the family's earning potential is signifi-
cantly reduced and the person with a disability is inhibited from
achieving full independence. Having to depend upon the charity
or good ,.11 of family and friends places the user In a dependent
rather than an independent position. In addition, when family
members are forced by economic or other reasons to provide
attendant services, the resulting stress can lead to
psychological or physical abuse of the person who is disabled.

The Independent Living conception of attendant services also
recogni,..n Lne need to include in regular service delivery
systems both emergency and short term services, commonly referred
to as respite. Emergency attendant services provide assistants
in cases of emergency, for example when attendants cannot perform
their duties because of sickness or personal difficulties and not
enough notice can be given to make other arrangements. In cases
where a disabled individual lives alone and has no relatives or
friends who can help out at the last minute, emergency back-up
services are crucial.

Short term services are intermittent attendant services
replacing family members or regular assistants on a scheduled
basis. They enable the individual who is disabled to get both
the assistance needed and an opportunity to be independent of the
family for brief periods. Short term personal assistance also
allows the family member to leave the home for anything from a

-146
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few hours for errands to an evening out or several weeks'
vftcation.

Ir, summary, while we recognize that personal assistance
services oy themselves are not sufficient to enable people with
disabilities to live to their maiTTITii-PaTntial in the community,
they are absolutely necessary to achievement of this goal.

Potential User Population for Attendant Services

The population of potential users of attendant services is
Large and diverse. It includes people of any age and with any
disability - be it physical, sensory, intellectual or mental-
which results in long-term functional limitations that impair an
individual's ability to maintain independence.

The perception of who can use personal assistance has
evolved over the years. It has long been generally accepted that
people with physical disabilities often need assistance. More
recently, however, people with mental or intellectual disa-
bilities but no physical limitations have also begun to use
assistants to help them function effectively in the community.
Such assistants may help people pay bills, keep financial
records, make up shopping lists, deal with landlords, etc.

The user population includes people of all ages. There has
been a tendency to treat older people with functional limi-
tations, disabled working Age people and disabled children as
three distinct groups with totally different service needs.
However, older people who have functional limitations are
disabled in the same sense that other disabled people are - that
is, they are limited in their ability to perform life-

3 Short term services are part of the continuum of personal
assistance services. Some people need these services daily, some
need them several times a week and others need services on
occasions when family members have to leave the home. Short term
services serve the person who is disabled, breaking the chain of
mytual dependency between the disabled family member of any age
and the rest of the family. Power dynamics in families can be
changed by another person coming into the home for brief periods.
Because families may have to provide major amounts of service,
the disabled individual may be made the victim of the family's
stress. In these situations, the disabled individual needs a
break from the family and the routine equally as much as the
family. Short term personal assistance should be seen as an
opportunity for the disabled individual to get out of the house,
go on visits, see a film or even take a trip. Usually the family
uses these services 'n away and the disabled persons stays at
home or - even worse - is sent to a hospital.

i4
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maintaining tasks without assistance. Whether young, middle-aged
or old, disabled people may be at risk of '.solaticn, physical
harm and institutionalization because of their functional
limitations. The causes of these limitations may vary somewhat,
but the effects are often very similar. Furthermore, older
people with functional limitations have as much need to maintain
control over their lives and the services they receive as younger
people with disabilities. Thus, not only are personal assistance
services often the appropriate answer for many older people with
functional limitations or disabilities, but the principles of the
Independent Living Movement apply to them as well.

If personal assistance has not been widely recognized as a
means of preserving older people's independence, the use of non-
family paid providers to foster independence in disabled children
has hardly even bean considered. Making such assistance
available has several benefits. It can alleviate financial
pressure on families by allowing parents to take outside
employment. This is particularly true in cases where a child
with a disability needs assistance throughout the day and there
are no volunteer resources available.

Personal assistants for children can relieve the emotional
strain that frequently develops within families as siblings (and
sometimes parents) come to resent the disproportionate amount of
time that parents must devote to a child who is disabled.

Providing personal assistants for children with disabilities
also allows them a more normal process of development and
maturation. It enables them to go places (thus gradually
expanding their range of mobility)/ engage in recreational
pursuits, and - particularly important during adolescence-
interar.t with peers. Also, children with disabilities, assisted
by an attendant, can begin taking on family chores and duties -
such as setting the table or taking out the garbage - just as
non - disabled children do as a normal part of growing up.

This list of benefits of providing attendants for children
could go on and on. The primary point, however, is that the
process of developing one's independence and self-management
skills commences long before a person with a disability reaches
adulthood. It is a process that occurs throughout the normal
course of development of all children.

The population of potential attendant service users also
includes people in various living arrangements and settings.
People with functional limitations who live independently
obviously need assistance. People living with their families
also need assistance; whether in the form of occasional short-
term service or on a regular basis, so that the disabled person
has more independence and the family member, relieved of
attendant duties, is free to work and/or maintain the home.
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Attendants may also work for clients in various congregate living
arrangements such as cluster housing and group homes. In these
situations, attendants may be shared by several people, though
this type of arrangement has drawbacks because it frequently
means that the individual user loses control over when and how
long the attendant is available. Finally, people can use
personal assistance not only at home, but also at work,
recreation and travel.

Corollary to this inclusive definition of who can benefit
from personal assistance services is the understanding that a
person's medic_l diagnosis has no bearing on his or her need for
services. People with similar diagnoses may have dissimilar
functional abilities and face different sets of environmental
constraints. Determination of need for personal assistance is
more appropriately based on a functional assessment which
measures one's abilities and limitations in performing necessary
activities of daily living within a particular environment.

Source of Funding for Attendant Services in the U.S.

Several federal and state programs currently provide funding
and authorization for some part of the constellation of personal
assistance services.

Medicaid: The bulk of Medicaid funds go toward hospital, nursing
ome and institutional care for low income people. There are

vide variations from state to state in home and community-based
service benefits offered and the groups covered, income
eligibility criteria, coat sharing formulae and levels of
provider reimbursement for home and community-based services.
Almost all Medicaid home-delivered service programs are geared
toward medically related services, the major exceptions being the
Colorado, Massachusetts and New York programs which have found
innovative ways to work within the Medicaid framework and still
make it possible for individuals who are disabled to maintain a
great deal of control.

Title XX - Social Services Block Grant (SSBG): Most states
prov some sor o home ase services with Social Services
Block Grant funds, but few ;lave developed comprehensive SSBG
attendant services programs which encompass personal maintenance,
hygiene, mobility and household ssistance. California's In-home
supportive services system (IHSS), with expenditures of $370
million in FY85-86 and a caseload of 111,300, is a notable
exception.

Older Americans Act - Title III: Title III was designed to
augment existing services and to develop new ones to meet the
needs of people over 60. Included in these services are a very
wide variety of personal assistance services. Federal
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regulations encourage the tarreting of Title III funds to the
poor. Because of fund' n9 limiLatiors, however, it has not been a
major source of attendant service,.

Home and Community-Based Service Waivers: The Home and
Community-Based Service Waivers - commonly known as Medicaid
Waivers - were developed in 1979 to investigate ways to halt the
growth of Medicaid nursing home and institutional expenditures by
expanding home and community cervices for people with physical
and intellectual disabilities, children, and older people.

An assumption underlying the waiver programs is that home end
community-based services are less costly than institutional
services. However, the Health Care Financing Administration
(HCFA) argues that, since the number of people who would ordi-
narily be in a nursing home is limited to the number of nursing
home beds which exist in any particular state (an amount which
varies widely), then the number of people on the waiver must be
limited to those who quite literally would be admitted to a
nursing home if it weren't for the waiver. Since those who aren't
admitted because of bed shortages somehow get their needs met in
other settings by family and friends, the argument goes, the
federal government has no responsibility to maintain these
people.

In addition, the federal government required states not to spend
on any one individual more than the average coat of what it takes
to maintain people in nursing homes, less a certain percentage
for room-and-board costs. This rule discriminated against people
with extensive disabilities because the bulk of people in nursing
homes are older people with fewer service needs and presumably
lower average service costs. Responding to pressure, Congress has
now changed this rule so that there is a two-tiered limit - one
tier being the average cost of maintaining physically disabled
people and the other the average cost of maintaining other
nursing home residents. Contention over who can be covered by a
Waiver has greatly slowed the pace of new Waiver approval and
renewal of old ones by HCFA.

State and Locally Funded Programs: During the le,e 70's and 80's
a number of states created programs funded entirt! ''y state and
local sources. Because these programs did no, use federal
d'llars, they could allow disabled people to hire, train and, if
necessary, fire their own assistants and also contained realistic
cost-sharing formulae that allowed people with disabilities to
work and still receive a personal assistant subsidy payment.

Veterans' Aid and Attendance Allowance: An "aid and attendance
allowance" is furnished to veterans TN-addition to their monthly
compensation for disability incur,ed during active service in the
line of duty.

\ 150
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Overview of the Survey

This report is based on the results of a survey - conducted
by mail or telephone from February 1985 to January 1986 - of
administrators of every program in the United States (excluding
Puerto Rico and the trust territories) which pro ided personal
maintenance/hygiene and/0^ 'aonaehold assistance service on
either a regular or respite basis to disabled people cf any age.4

One-hundred seventy-three programs meeting these criteria
were identified. Nineteen of these, to various reasons, are not
included in the results presented here.

The questions addressed by WID's survey and by thi: report
are the following:

1. What are the goals of the programs and how are they
structured? What are their administering agencies,
funding sources and eligibility criteria? What
services are provided and who provides them?

2. How do the scope and quality of the service
programs measure up? In particular, how well do they
meet the criteria for an adequate attendant services
system developed by the participants at the July 1985
con rence in Washington, D.C. sponsored by the
Nati,nal Council on the Handicapped in conjunction with
the World Institute on Disability?

3. Where do programs fall along the continuum between
the Independent Living awl medical models?
1. What is the deg ee of P'..endant service
utilization, i.e. how many people are currently
receiving some type of attendant services? How does
this number compare to the m.mber of people who could
benefit from such services?

5. Are attendant services equi ably distributed across
the U.S.?

4 This survey did not, however, include programs which
served exclusively people with mental disabilities (commonly
termed "mental illness") and/or people with intellectual dis-
abilities (mental retardation and similar conditions). Because
of fragmentation o' the service system, these programs are
administered separately and would have required substantial
additional resources to locate and survey.

r-I t) -1.
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SECTION II

SURVEY RESULTS

Program Goals, Administration and Funding

Program Goals

969 of the programs are directed at preventing institution
alization by making it possible to keep people in their own homen
or communitie.i.

66% of the programs are directed at containing the cost of long
term care.

Only 10% of the programs are aimed at allowing people to work.

Number per State

Every state Las a personal assistance service program of some
soft. (This does not mean, however, that anywhere near all the
people who need services are being served. Indeed, in all but a
few states, most people in need of services are not getting
them.)

On the average, there are three programs per state. The range is
from one program in Arizona, Louisiana, North Dakota and
Tennessee, to 6 each in Massachusets, Missouri, New York and
Ohio.

Program Ale

The programs range in age from 32 years old to less than one year
old.

56% of the programs were started after 1980. Almost half of
these are waiver programs.

Administering Agencies

45% are administered by state level agencies having jurisdiction
over welfare and social service programs. An additional 17% are
administered by medical assistance and health departments.

27% are administered by State Areas on Aging.

State vocational rehabilitation agencies administer 7% of the
programs.
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Personal assistance services programs are administered directly
by independent living programs in Maine, Nevada, North Carolina
and South Dakota.

Funding Sources

More than 1/3 rely on Medicaid funds combined with state and, in
some cases, local funds.

Less than 1/4 use Social Services Block Grant funds.

22% are funded entirely from state or local sources.

Only 8% of the programs function on a combination of federal
funding :sources.

Program St] icture

Eligibility

88% of programs serve people over 60 or 65 years old, 72% serve
adults between ages of 18 and 64; and 45% serve children. 41%
serve people of all ages.

Disability Groups

56% serve people 1,ith all type,, of disabilities. 26% serv^ only
people with physical disabilities and thosp with brain injuries.
10% serve only those with physical disabilities.

Employment

16 programs encourage people to work; 6 require an individual to
be employed; and 4 require that the person be employed a minimum
of 20 hours a .reek.

Income

An estimated 50% of the programs had income limits at or below
$5,250 (the C.,. poverty level for a single person in 1985). 36%
of the programs have a graduated shared cost formula.

Other Eligibility Criteria

57% required that people be at risk of institutionalization, 42%
required physician's orders.

F
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Services

The basic minimum of personal maintenance and hygiene services
are defined as feeding, bathing, dressing, bowel and bladder
care, oral hygiene and grooming and transfers. The basic minimum
of household maintenance services is light cleaning, laundry,
shopping. and meal preparation and clean-up. The combination of
these household and personal services makes up a basic attendant
service program.

Ninety (58%) of the programs surveyed offered attendant services.
Of these, 51 also offered catheter assistance.
128 offer personal services only.

258 offer household maintenance services only.

5% offer only respite services, but more than half of the
programs included some sort of respite service.

Hours services available

101 (668) of the programs offered services 7 days a week, 24
hours a day.

18 (128) offered services 7 days a week, but less than 24 hours a
day.

24 (168) of the programs offered services less than 7 days a week
and less than 24 hours a day.

Maximum amolnt of service allowed

Service maximums per user were expressed in hours or in terms of
a maximum financial allowance.

54 (35%) of the programs expressed the limit in monetary terms
with a range of $60/month to $1,752/month. The "7erage was $838.

38 (278) programs gave the maximum allowance in terms of hours.
Hours ranged from 3 to 67/week with an average of 29 hours.

44 (29%) programs set no maximum monthly allowance.

154



150

14

Service Providers

Assistants can be divided into three groups, those who are
individual providers, those who work for contract agencies and
those who work for state, county or municipal governments. Many
programs use more than one type of provider (Table 1).

TABLE 1

PROVIDER TYPE MIX (nv154)

soma:car
Type of Provider

Prmvams
Number Percent

Contract Agencies Only 54 35%

Individual Providers Only 33 21%

IPs and Contract Agencies 24 16%

IPs, Contract & Govt Staff 20 13%

Contract Agencies & Govt Staff 20 13%

Government Staff Only 3 2%

Provider types vary in terms of benefits and wages (Table 2).

TABLE 2

NUMBER OP BENEFITS AND AVERAGE HOURLY WAGE BY PROVIDER TYPEa.

Provider Type

Average
Hourly
Wage

Average
Number

Benef is

Benefits
Rangea Mode

Government Workers
(n=30)

$4.77 4.7 0-7 7

Contract Agency Wbrkers

(n=62)

$4.71 1.7 0-7 0

Individual Providers $3.74 .7 0-3 0

(n=60)

Ir3-71-xles1) vacation pay, 2) sick leave, 3) health insurance, 4)
worker's compensation, 5) Social Security, 6) unemployment
compensation and 7) transportation costs.

I r:
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Provider modes vary in terms of the degree of consumer control allowed
to train, pay, hire and fire attendant (Table 3).

TABLE 3

NUMBER OF PRCGRAMS ALLOWING CCNSUMERS
TO TRAIh, PAY, AND HIRE AND FIRE ATTENDANTS

Type of Provider Train
# %

Hire/Fire

f

Pay

Individual Providers (n.77) 48 62% 57 74% 31 40%

Contract Agencies (n=118) 15 13% 5 4% 1 1%

Government Workers (n=44) 4 9% 4 9% 0 0%

Individual Providers

A major advantage of the Individual provider mode, from the
Independent Living Movement's perspective, is that it often gives
more contrcl to the consumer.

The primary disadvantage of the individual provider mode is that
workers tend to be paid at or very close to the minimum wage,
receive very few it any benefits and have a high turnover rate.
Some administrators were opposed to the consumer taking charge of
the training function because of potential liability problems,
even though in 27 years of experience the California system
(which does not require any training) has never been sued for
negligence related to an independent provider.

Most of the individual provider programs have minimal L gulations
regarding providers. 22 required some formal training for
assistants, 27 required assistants to be 18 or older. 26% of the
programs said that the only requirement is that the consumer

request an individual provider.

1.1
--x7 0



152

16

41 programs permit relatives to be paid under some circumst,nces
(Table 4).

TABLE 4

CIRCUMSTANCES IN WHICH PROGRAMS ALLOW
RELATIVES TO BE PAID ATTENDANTS (n=41)

Reason Number Percent

No one else is capable or available 13 31%

The relative is not legally responsible
for the disabled individual

10 24c

Relative is prevented from working outside
the home because no other attendant

is available

9 22%

Relative does not reside in the sane house 7 17%

Relative is not the spouse 7 17%

Any relative is okay 6 15%

No spouse, parent, child
or son/daughter-in-law

4 10%

Niece, nephew, cousin okay 2 5%

No blood relatives or spouses 2 5%

Cont'*ct Agency Providers

The average hourly difference between the reimbursement rate and
the attendant's wages was $4.08, almost a 100% mark-up for every
hour of service.

Contract agency workers are usually trained. Trained assistants
are appropriate for disabled clients who are unable to manage
totally their personal assistant.

Government Agency Providers

Only 29% of programs utilize direct employees of the state or
local government units and the number will probably decline
further.

Determination of Services Allowed

Functional ability and services needed are the primary indicators
used for evaluating the client. Service professionals, including
case managers, social workers, nurses and program directors, were
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found to be the primary decision makers. Users have a voice in
these decisions in only 11 (7%) of the programs.

Medical Supervision

25% of the programs require medical supervision by an R.N. or
other health professional for all services.

33% of the programs require medical supervision for some
services.

40% of the programs require no medical supervision.

Degree of Program Conformity
to the Independent Living Model

Attendant programs can be arranged on a continuum defined by the
medical model on one end and the Independent Living Model on the
other. In the Medical Model a physician's plan of treatment is
required along with periodic nursing supervision. Attendant are
recruited by the contract agency. The attendant is ultimately
accountable to the physician and the recipient essentially plays
the role of patient.

In the Independent Living Model the attendant is managed by the
user. No medical supervision is required. Attendants are
recruited by the user, paid by the user and accountable to the
user.

In order to see where the programs surveyed fit on the continuum,
each program was given a score from zero to ten based on a count
of how many of the following ten characteristics of the pure
Independent Living Model the program incorporated:

1. No medical supervision is required;

2. The service provided is attendant ,ervice with
catheterization, i.e. services offered include personal
maintenance and hygiene, motility and household assistance.

3. The maximum service limit exceeds 20 hours per week;

4. Service is available 24 hours a day, seven days a week;

5. The income limit is greater than 150% of the poverty
level;

6. Individual Providers can he utilized by the consumer;

7. The consumer hires and fires the attendant;

I/ 5 8
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8. The consumer pays the attendant;

9. The consumer trains the attendant.

10. The consumer participates in deciding on the number of
hours and type of service he or she requires.

Figure 1 shows the distribution of the surveyed attendant
programs along the continuum from Medical Model to Independent
Living Model. Half of thl states have programs that score 7 or
better on the Independent Living Orientation Scale (Table 5).
But, at the same time, it must be pointed out that half of the
programs have scores of three or less.

Program Utilization and Expenditures

Number Served

Approximately 850,000 people received publicly-funded
attendant services through 135 of the programs in the WID Survey.
(This figure is an estimate because 16 programs could not report
their caseload, 19 programs could not be interviewed, 9 programs
were eliminated because the agency could not isolate figures for
attendant services from other services, and two programs provided
figures too late for inclusion.)

The proportion of the population receiving attendant services in
any given state ranged from 0.01% to 0.87% of the population
(Table 6). The total number of users represents 0.34% of the
U.3.population.

Disabilities of People Served

Forty-six percent of the programs actually serve people with all
types of disabilities; 28% served only people with physical
disabilities and/or brain injury. Thirteen percent served only
people with physical disabilities. These figures do not vary
greatly from what administrators say proz...ams will serve.

Ages of People Served

Twenty-three percent (142,562) of the people served are less than
aye 60 or 65. Seventy-seven percent (476,851) of those served
are older than age 60 or 65.
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TABLE 5

PROGRAMS WITH THE HIGHEST INDEPENDENT LIVING ORIENTATION

Rating State Program Name

10 Pennsylvania Attendant Care Demonstration

9 Maine Home and Community-Based Waiver
Maine Homebased Care Program
Missouri Personal Care Assistance Program
Nevada Attendant Care Program
Ohio Personal Care Assistance Program
South Dakota Attendan Care Program
Utah Personal Attendant Care
Vermont Participant Directed Attendant Care
Washington Chore Services

8 Kentucky Personal Care Attendant Program
Maine Attendants for Employed People
Maryland Attendant Care Program
Michigan Home Help
Mississi?pi Independent Living-A/C Pilot Pgrm
Nebraska Disabled Persons/Family Support
New Hampshire Adult Services
Pennsylvania A/C Services for Older Adults
South Dakota Attendant Care

7 Alabama Optional Supplement of SSI
Arkansas Spinal Cord Commission
California In-Home Supportive Services Pgrm
Cornecticut Essential Services Program
Connecticut Personal Care Assistance Program
Illinois Community Care Program
Illinois Home Services Program
Maine Attendants for Unemployed People
Massachusetts Independent Living Personal Care
Massachusetts Personal Care Program
North Carolina Attendant Care
Oregon In-Home Services/Project Independ.
Wisconsin Supportive Homecare Program
Wisconsin Family Support Program

1 1-1 .1
.1_ 6 I..
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TABLE S

COMPARISON ACROSS STATES
OF EXPENDITURES AND TOTAL CLIENTS
OF ATTENDANT SERVICE PROGRAMSa

Total Number
of Attendant

State Service Clients

Percentage of 198
State Population
Estimate

Tota

Expenditures
(in thousands)

Alabama 24,016 .62% $ 17,723

AlasXab,d 1,193 .30% 2,200

Arizona 1,500 .06% 1,696

Arkansas 5,225 .23% 10,285

California 150,805 .64% 345,445

Coloradog 8,867 .31% 14,719

Connecticut 10,816 .35% 23,108

Delaware 968 .16% 1,485

Floridab,f 22,858 .24% 21,386

Georgiaa 6,747 .12% 7,612

Hawaii 1,709 .18% 2,875

Idaho 4,283 .45% 1,177

Illinois 16,30' .14% 33,734

Indiana 21,808 .40% 13,391

Iowa 12,605 .43% 7,849

Kansasb 9,057 .38% 6(137

Kentucky 7,329 .20% 6,065

Louisianac

Maine 6,013 .53% 4,804

Maryland 5,082 .12% 11,441

Massachusettsb,d 46,374 .81% 90,457

Michigan 43,933 .47% 69,653

Minnesotae 35,300 .87% 5,800

Mississippi 400 .02% 372

Missouri 31,209 .63% 14,659

Montana 6,248 .79% 1,969

Nebraska 5,429 .35% 3,286

Nevada 1,071 .13% 1,092

New Hampshire 3,893 .42% 3,087

k' 62
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Total Number
of Attendant

State Service Clients

Percentage of 1985
State Population
Estimate

Total
Expenditures
(in thousands)

New Jersey 1,850 .03% 3,809

New Mexico 2,200 .17% 7,384

New York 124,808 .71% 504,361

North Carolina 626 .01% 1,657

North Dakota 59 .01% 192

Ohio 26,359 .24% 46,942

Oklahoma 9,130 .30% 35,395

Oregon 10,041 .38% 15,330

Pennsylvania 59,995 .51% 22,338

Rhode Island 1,578 .17% 3,754

South Carolina 9,690 .31% 14,501

South Dakota 4,020 .58% 1,910

Tennesseeb 875

Texas 68,880 .48% 108,288

Utah 522 .04% 1,048

Vermont 362 .07% 611

Virginia 5,000 .09% 14,191

Washington 10,167 .25% 22,735

West Virginiaa 5,177 .27% 4,814

Wisconsin 15,600 .33% 25,953

Wyomingc

Dist.of Columba 3,285 .55% 8,853

TOTAL 850,388 $1,568,458

d Data added from two additional programs from questionnaires received
late from Georgia and West Virginia.

b Number does not include Title III recipients because administrator
unable to isolate attendant services from adult day care, home-
delivered meals, counseling and other Title III services.

c No data available.
d Alaska & Massachusetts figures do not include IDIA programs. Decided

they were stritly short-term.
e Minnesota does r' include Personal Care Services figures.
L Florida does not inclt.de elderly waiver.

g Colorado does not include RHA program/could not separate ILP-
delivered services from regular Medicaid pr->gram.

1 6')t)
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Expenditures

Total expenditures were approximately $1.6 oillion, ranging
from a low of $2,000 (a program serving 10 people) to a high of
$458 million (a program serving 52,400 people). Average yearly
expenditure per client was $2,862, with the median being $1,421.

As Table 6 shows, New York has the highest expenditure even
though California serves the largest number. This reflects the
fact that New York relies heavily on contract agencies whereas
California uses more individual providers.

Expenditures by Funding Source

TABLE 7

TOTAL EXPENDITURES CN ATTENDANT SERVICES
BY FUNDING SOURCE (n=129)

Funding Source

Federal
Title XIX

Regular Program 384,740,000 25%

Waivers 19,294,000 1%
Title XX 320,703,000 21%
Title III 37,281,000 2%
Title VITA 14,000 0%
Other Federal 52,372,000 3%

W . : On 'WO

Non-Federal
State 617,732,000 40%

County/Municipal 84,438,000 6%
Other 13,004,000 1%
Client Fees 7,166,000 0%

Private 1,035,000 0%
TOTAL NON- FEDERAL 723,375,000 48%

GRAND TOTAL 1,537,779,00C 100%

,164
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Expenditures on Attendant Services Not in the WID Survey

The Veteran's Administration aid and attendance allowance
program paid 5101 million to 8,493 veterans in 1984.

Some Developmental Disability and Mental Health Service
funds are utilized to maintain individuals outside of
institutiw.s.

Many individuals who are disabled receive services from
family and friends free of charge or pay for the services out of
pocket.

No private health insurer pays for attendant services on a
long term basis.

Availability of Services Across the United States

In 8 states, the full range of publicly-funded attendant
services are not available for people with disabilities of any
age. In 3 states services are available for some people but not
others, depending on age.

In 39 states plus the District of Columbia, programs exist
that offer attendant services to all age groups. These programs
differ widely in their capacity to meet the needs of di abled
people in their jurisdiction because of marked variations in
eligibility criteria, services offered, maximum allowances, other
rules and regulations, and, most importantly, funding
constraints.

Thirty-four states have short term or respite available for
all age groups, though the quality and quantity of the services
available is not equivalent ...cross these programs.

Need vs. Adequacy of the System to Meet That Need

Conducted by the U.S. Bureau of the Census, th= Home Care
Supplement to the 1979-1980 National Health Interview Survey
(NHIS) interviewed a sample of civil-an, non - institutionalized
people in the U.S. over a period of two years. Responder*s were
asked whether they received or needed the assistance of another
person in performing seven basic physical activities: walking,
going outside, .)athing, dressing, using the toilet, getting in nr
out of bed or chair, and eating.

Table 8 compares the NHIS estimates of . d with the WID
data on the number of people being served. This comparison
indicates that 74,473 children who need personal assistance
services do not get them from the public programs surveyed for
this study. Th,re are an estimated 758,938 workinc-age adults

"c

1,,
r)



161

25

and 903,202 people 65 or older who need assistance but do not get
it from public programs. All told, then, there are an estimated
2,134,111 non-institutionalized peoele who need personal
assistance but do not receive it from publicly-funded attendant
service programs.

If veterans are subtracted And an estimate of institution-
alized people '.ho could live et hom with adequate personal
assistance is added, then the number of people who may not be
receiving community-lased publicly supported attendant services
who could benefit from such services could be estimated at
2,975,618 million).

TABLE 8

COMPARISON OF HOME CARE SURVEY ESTIMATES
OF NEED FOR ASSISTANCE hITH PERSONAL MAINTENANCE TASKS

WITH NUMBER ACTUALLY BEING SERVED IN PUBLICLY FUNDEO PROGRAMS
FROM WID SURVEY

Age Group 1 84 Total
U.S.

Population

Home Care Survey
% Needing Help # Needing Help
With 1 or More With 1 or More
Tasks Tasks

WID Survey
% t

Being Being
Served Served

(FY84)
Children 62,688,000 .23% 144,182 .10% 59,527
(17 6 under) (under 17) (under 18)

Adults 145,430,000 .667% 970,018 .09% 136,062
(18-64) (17-64) (18-60 or 65)

Aging 28,040,000 6.67% 1,870,268 2.34% 654,798
(65+) (65+) (60 or 65+)

The average cost per user of attendant services from the WID
study amounts to $2,840 for all types of servic... If this figure
is multiplied by the estimated number of people not being served,
3 million, then the additional expense could be estimated to be
approximately $8.5 billion.

1. 6
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SECTION III

CONCLUSIONS .ND RECOMMENDATIONS

As this study clearly indicates, there is no comprehensive
system of attendant services in the United States. There is no
broad federal policy, rather, .cattered references to personal
assistance services are found embedded in policies established by
Congress and federal agencies with respect to programs such as
Medicaid and the Older Americans Act. Consequently, jurisdiction
over federal personal assistance programs is divided among
several different agencies. The programs that exist are funded
by a wide variety of federal and non-federal sources. Responding
to what they perceive as a major need, states have developed
their own policies and programs, usually (but. not always) making
t,...e of )se disparate federal funding, sources that are
available. States have generally failed to benefit from the
experience of other states, apparently because until recently
there has been 1 ttle if any communication between them. All
this has rested in personal assistance services which are
fragmented, lack coordinat,on, usually medically oriented,
burdened with work disincentives, inequitably distributed across
the United States, and delivered by personal assistants who are
poorly paid.

The lack of a federal personal assistance policy has
affected the lives of many of the 3.8 million Amer:cans of all
ages with disabilities who presently are either receiving
personal assistance services which may be inadequate or who are
receiving no publicly funded services at all. Many of these
people are denied independent lives because they are forced to
either 1) depend on relatives and other volunteers for personal
assistance, 2) live in institutions because no community-based
personal assistance services are available, or 3) make do with
less than adequate services from a variety of providers over
whose services they have little or no control.

The World Institute on Disability is committed to working
with people throughout the country towards the establishment of a
comprehensive, funded National personal assistance policy. We
know how critical these services are to people with disabilities
everywhere, and from our first hand exp rience in California, we
have seen the benefits such services provide. The results of
this survey have reinforced WID's awareness that the lack of a
comprehensive national personal assistance policy consistent with
the principles o' independent living has contributed to the
unnecessary isolation and dependency of untold numbers of North
americans with disat'lities.

Given this situation, our foremost recommendation is that a
federal personal assistance services policy consistent with the

17.ik1.7.'"-1i i
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principles of independent living be established and that a
national personal assistance program be developed. This program
can be funded by the federal government and private insurers and
implemented by the states in accordance with policies and
regulations promulgated at the federal level. Just as it took
the enactment of Medicare, Medicaid and the Older Ame,:i in Act
to ensure that older people and poor people receive a more
equitable share of this country's medical care and social
services, it is now necess,ry to institute a National Personal
Assistance Service Program in order to make personal assistance
scrvices available across the United States to all those who
could benefit from them.

To this end WID Recommends: 1) that meetings of federal and
state policy makers with representatives of and advocates for
people of all ages with all types of disabilities be convened and
funded by the federal government. The purpose of these meetings
would be to discuss the implications of this study and WID's
recommendation in order to develop proposals regarding the
development of a national personal assistance program for
independent living; and 2) that the federal government study whit
other countries have done to incorporate personal asaistance
services into their national social service policy.

We now present a series of other. policy and action
recommendations which should guide the development of a National
Personal Assistance Services Program. The first thirteen of
these were adopted by the National Attendant Care Symposium
sponsored by the National Council on the Handicapped. The
remaining four policy recommendations have been developed by WID
as a result of its research. Following each policy recommen-
dation is a series of recommendations for action in accordance
with each suggested policy.

Recommendations

1. The program should serve people with all types of disabilities
on the basis of functional need:

WID Recwamendations: 1) that every state make personal
assistance abevices available to people with d3sabilitiei of all
kinds: 2) that more information be gathered on the availability,
type of services offered and quality of separate personal
assistance service programs for people with intellectual, mental
and sensory disabilities; 3) that the extent of reed for
personal assistance services to these three populations be
explored; and 4) that demonstration projects be funded that
combine services to these three groups with services to peuple
with physical disabilities and brain injury.



,64

28

2. The Programs Should Serve People of All Ages:

WID Recommendations: 1) that every state make personal
assistance services available to all age groups; 2) that
projects be established to look at how children and adolescents
who are disabled can benefit from attendant services; and 3)

that states consider consolidating programs for different age
groups.

3. The 1rogram should provide for the optimum degree of self -
directi.,n and self-reliance as individually appropriate and offer
the users a range of employer/employee and contract agency
relationships:

WID Recommendations: 1) that all programs allow users the
choice of individual providers or trained home health aides and
homemakers from public or private agencies; and 2) that a
continuum for managing service delivery be made available,
ranging from consumer management (to the maximum extent feasible)
to total agency management: and 3) that users of short term
periodic services also h''ve the option to locate, screen, train,
hire and pay attendants if desired: and 4) that policies be
developed that presume consumers prefer self-direction and
require an evidential finding that an individual does not want or
is incapable of total self-direction.

4. The program should offer assistance with persona), cognitive
communicative, household and other related services:

WID Recommendations: 1) that all rural and urban areas in
the U.S. have a program offering the full array of personal
assistance services needed by disabled people of all ages and all
disabilities - physical, intellectual, mental and sensory; 2)

that the states which offer services through separate household
assistance and personal maintenance/hygiene services programs
establish new programs which combine the services in terms of
service delivery as well as organizational structure.

5. The Program should provide services 24 hours a day, 7 days a
week, as well as short term (respite) and emergency assistance as
needed:

WID Recommendations: 1) that all programs make s
available 24 hours a day, 7 days a week; 2) that a
emergency assistants be maintained in every locality:
respite services be established for all age groups in
states that do not offer them and 4) that respite ser
available on a long-term (2 - 4 weeks) as well as a s
regular or periodic basis; and 5) that respite and
services be provided in the location the user requests
of being restricted to institutional settings.

169

ervices
ool of
3) that
the 16

vices be
ort-term
mergency

, instead



165

29

6. Employment disincentives should be elimInzted, and
7. The program should serve people at all income and resource
levels on a cost sharing basis as appropriate:

WID Recommendations: 1) that Medicaid benefits or other
federal health insurance be made available to dieablt.A vorkere
who are unable to obtain private health ..nsurane at reasonable
cost; and 2) that all personal assistance servi.ze programs
establish an appropriate cost sharing formula and a realistic
income ceiling from which all reasonable Cieabilityrelated
expenditures are excluded.

8. Services should be available wherever they are needed (eg. at
home, work, school, on recreational outings, or during travel):

WID Recommendations: 1) that personal assistance be made
available to users, not only for personal maintenance, hygiene
and mobility tasks and housework, but also for work. school and
recreation needs as well: 2) that eligibility requirements not
limit the geographic mobility of _:.he- individual, so that people
needing personal aasistancs are allowed to travel outside a state
and still retain coverage for personal assistance services: and
3) that employers in both the private and public sectors explore
the possibility of making persons' assistants available in the
workplace as is already being done in Sweden (Ratzka, 1986).

9. Personal Assistants should receive reasonable remuneration
and basic benefits:

WID Recnmmendatione: 1) that attendants be paid at least
150% of the minimum wage with periodic increases to reflect
inflation and growth in experience and qualifications; 2) that
attendants receive paid sick leave. vacation and group health
insurance benefits in addition to Social Security, worker's
compensation and unemployment benefits; 3) that joint
discussions between unions and users be instituted to explore
ways in which users and assistants can work together to irovide
better benefits or each other.

10. .Training for administrators and staff of administering
agencies and provider organizations should be provided.

WID Recommendations: 1) that the legislation establishing
he program (as well as the implementing regulations) require
that administrators and agency personnel undergo appropriate
training; and 2) that qualified disabled persons who use personal
assistance services play a significant role in this training
nationwide.

1' The program should provide recru;:m.nt and tra;ning of
personal assistants as aopropriate.

-170
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WID Recommendations: 1) that all personal assistant training
programs be imbued with the Independent Living philosophy: 2)
that training programs be managed and administered by the
Independent Living Centers, wnereier possible: 3) that personal
assistants be taught that, wheneve7 possible, the bulk of their
training will be provided by their clients: 4) that users of
personal assistance be instructors in the training program: 5)
that training of personal assistants not be mandatory in most
cases: 6) that registration and special training be required for
those working with people with mental or intellectual
disabilities: and 7) that personal assistant referral,
recruitment and screening services be available for users who
desire them.

12. The program should provide effective outieoch 111211122
of consumers as appropriate.

WID Recommendations: 1) that all personal assistance
service programs be required to undertake outreach efforts such
as visits to rehabilitation centers, sheltered workshops and
schools, as well as brochures, public service annoincements on
T.V. and radio, buses, and so on; and 2) that personal assistance
service programs offer both training for consumers in management
of personil assistants and follow-up.

13. Consumers should participate to a substantial degree in
policy development and program administration.

WID Recommendations: 1) that every personal as';i5tance
service program actively recruit personal assistance users to
fill administrative and management positions; and 2)that
representatives of Independent Living Programs be included on
policy boards and state/local commissions which establish
personal assistance service policy, rules and regulations.

14. The program should not restrict individual providers from
administering mia"17.77 -ns or injections or from carrying out
catheter management.

WID Recommendations: 1) that programs allow personal
assistance users to Bain independent providers in catheter
management, injections and medication administration: and 2) that
programs ensure that all providers are allowed to provide the
full range of services, paramedical as well as non-medical.

15. Family members should be eligible to be employed as
PTUTVT-Fral providers.

WID Recommendation: 1) that all family members be eligible
to be paid providers at a user's request: and 2) that a cash
"personal assistance allowances be provided which the disabled
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person can use to hire family members or to purchase services
from the outside.

16. No one should enter a nursing home or institution unless a
finding has been made that they cannot live at home oven with
personal assistance.

WID Recommendation: that all states institute mandatory
programs to screen prospective nursing home admissions.

17. Mechanisms for accountability should be developed that take
into account the user's need for independence.

WID Recommendation: that a conference of independent living
activists, users and program administrators be convened to
discuss the issue of liabil..ty more fully.

Conclusion

Personal assistance, particularly attendant services, is
crucial to maintaining adults of all ages who are disabled in the
community. Recognizing this fact, two key conferences were
convened in 1985 by the World Rehabilitation Fund and the
National Council on the Handicapped in conjunction with the World
Institute on Disability to discuss the state of personal
assistance services in the U.S. and Europe. The participants at
these conferences - including representatives of the Independent
Living Movement, state and national disability organizations,
state and federal golisrnment, researchers, consumers ,and
advocates - all concluded, along with WID, that a national
personal assistance program for independent living must be
established.

Maintaining the current non-policy will no longer work.
What has emerged on a de facto basis as an outgrowth of existing
federal programs is a medical model of personal assistance
service delivery which is unnecessarily costly and inadequate.
There is a ever growing population of older people needing
attendant services and an increasing number of families unable to
provide those services.

The situation, in short, is reaching crisis proportions. In
order to deal with it, it behooves policy makers to give serious
consideration to this study and the recommendations it contains.

1 7 2
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771E WORLD INS7771TIE ON DISABILITY (WID) is a pn-
vate non-profit 501(cX3) corporation focusing on major
policy issues from the perspective of the disabled commu-
nity It was founded in 1983 by persons who have been
deeply conmuned to the Independent Living Movement
Its mission is to promote the health, independence, well-
being and productivity of all persons with disabilities It is
funded by foundation grants, technical assistance con-
tracts and individual donations,

WID is a research and information center focusing on five
policy and program areas which have significant impact
on people with disabilities

' Attendant Services. WID is studying the availability of
attendant services around the country and has proposed
policy recommendations in this area It operates a
national resource center providing informahon and
technical assistance

IntemaHonalDevelopment of Independent Living It has
been said that Independent Living is "the hottest new
Arnencan export today" WID is actively involved in
promoting international relations among disabled com-
rnurunes and has hosted visitors from twenty-five
countries

' Public Education: W1D believes that the general public,
disabled people and professionals m :he fields of health
care, aging, education, housing, job development and
transpor.stion need accurate information on disability
and independent living WID is also engaged in consulta-
tion and education vnth synagogues and churches on
issues of architectural and attitudinal accessibility for
elderly and disabled persons who wish to participate fully
in the hie of their religious communities

' Aging and Disability WID has identified the interface
between aging and disability as one of its pnonty areas
It is engaged in ongoing work to build linkages between
the disabled and elderly comr n is In 1985, WID co-
sponsored a major national corn xnce titled, "Toward
a Crufied Agenda Disability and Aging "

mnimuation and Injury Prevention The polio virus has
once again become a threat to people throughout the
world WID is determined to help eliminate the spread of
polioby working with the United Nations and other or-
ganizations to make universal immunization a reality In
addition, WID Ls committed to the prevention of all dis-
abling miunes, diseases and conditions

Prol.tri by Pubic 4e 1a Centel

Other attendant service publications which can be or-
dered from the World Institute on Disability, 1720 Oregon
Street #4, Berkeley, California 94703

Deserrphoe Analysts of the I..-Hoine Supportive Services
Program in California (510) Describes one of the most inno-
vahve programs in the country Examines the history of
the 25-year-old program, how it operates, who it serves,
and its problems

'Swedish Attendant Care Programs for the Disabled and
Elderly Descriptions, Analysis and Research :ssues from a Con-
sumer Perspective by Adolf Ratzka, Ph , published oy the
World Rehabilitation Fund, 1985 (53) A consum "r based
analysis of the attendant services system in Sweden by an
economist who is a user of personal assistants

"Report o , National Attendant Care Symposium" 1985
(53) Proceedings from a national meeting sponsored by
the National Council of th Handicapped Includes rec-
ommendations for a national policy for attendant services
along with recommended changes in existing legislation

"Attendant Services, Paramedical Services, aid Liability
issues" (Free) Explores the issue of liability of provider,
of different skill levelsperfornung personal service tasks
Gives consumer-based perspective along with data on
how vanous stites deal with he issue

""Summary of Federal Funding Sources for Attendant
Care" by Hale Zukas (Free) Overview of the provisions
for attendant services under Medicare, Medicaid, Social
Service Block Grant, The Rehabilitation Act, and Title III
of the Older Amencal.'s Act

"'The Case for a National Attendant Care Program' by
Hale Zukas (Free) An analysis of the federal funds
presently utilized to finance attendant services, their in
adequacy to fulfill the need, and the need for a national
entitlement program

""Attendant Service Programs that Encourage Employ-
ment of Disabled People" (Free) Bnef state by state
descnphon of programs encouraging employment, giving
information on eligibility criteria, administrating agency,
funding source, utilization and expenditures

"-Ratings of Programs by Degree of Consumer Control"
(Free) Ratings of each program's degree of consumer con
trol based on the National Council on the Handicapped's
ten point criteria
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Senator HARKIN. The subcommittee will stand adjourned.
[Whereupon, at 11:35 a.m., the joint hearing was adjourned.]
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