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Preface

This book deals with the concept of quality of life for persons v th mental
retardation and closely related developmental disabilities. There has been
a long history of inte1est in the concept of, and quest for, a life of quality.
Ever since the ancient Greeks, people have tried to find out how to im-
plement the conditions of the “good life.” Plato’s Republic, for example,
reflects the age-old quest for the means of insuring a high quality cf life
not only for a few chosen individuals, but for society as a whole.

The concept of quality of life (QOL) has recently become an important
issue in the field of mental retardation and developmental disabilities.
There are a number of reasons for this interest, including concern that
many feel about the quaiity of life of community-placed disabled persons
(Baker & Intagliata, 1982; Bradley & Claike, 1976; Emerson, 1985; Landes-
man, 1986; Schalock, Keith, Hoffman, & Karan, 1989; Schalock & Lilley,
1986; Schalock & Thornton, 1988; Zautra, 1983); the demonstration that
social environments have considerable impact on an individual’s way of
life, the fact that complex programs require complex outcome measures;
the reemergence of the holistic health perspective; and the concern that
many people have about how others find satisfaction and life quality in a
rapidly changing world. In addition, Campbell and Converse (1972) pointed
to the need for an understanding of how social conditions are perceived
and evaluated. Commenting on the evaluation of rising expectations, they
wrote:

Discontent with objective conditions has appeared to be increasing over
exactly the same period that those conditions have at most points and
by almost all criteria been improving—a discrepancy with portentous
social and political implications. (p. 9)

Thus, to many consumers and practitioners alike, conditions of quality

in the living, work, and community integration lives of persons with mental

retardation and closely related developmental disabilities are not changing

fast eaough to keep up with the rapid and wide-scale changes in people’s

attitudes, aspirations, and values. As W. R. Shea (1976) suggested in an

esray entitled “The Quest For A High Quality of Life”: i
What lends a sense of urgency to the quest . . . is the pervasive feeling :
that time is runming out, not only for philosophers, political scientists,
and sociologists, but on politicians [and p.actitioners] as well. (p. 1)

Developing a book on Quality of Life: Perspectives and Issues is not a simple
task, because quality of life itself is inherently within the private, not the
public, realm of understanding. Additionally, the term itself refers to sig-
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X : Preface

nificantly different phenomena. For example, in 1978, C.E. Meyers edited
the first American Association on Mental Deficiency QOL publicatiun en-
titled, Quality of Life in Severely and Profoundly Mentally Retarded People: Re-
search Foundations for Improvement. That monograph focused on behavioral
research dealing with stereotyped behavior and communication skills in .
severely and profoundly impaired people. Conversely, the 1986 President's
Committee on Mental Retardation Report to the President was entitled
Twentieth Anniversary Symposium: Maximizing the Quality of Life for Individuals
with Mental Retardation and Other Developmental Disabilities. Major sections
of this report focused on “rights, responsibilities and responsiveness,”
"‘programmatic trends,” “prevention and research,” and “‘economics of
disability.”

The reader of this volume will find a much different perspective on the
concept of quality of life. Specifically, the contributors have focused their
presentations on personal perspectives (PartI), service delivery issues (Part
II), assessment and measurement issues (Part IIIy, and the future of quality
of life as a concept and principle (Part IV).

Throughout this book, authors use and define the concept of QOL quite
differently. Despite their differences, the following four premises regarding
QOL apply (Goode, 1988):

1. QOL s essentially the same for persons with and without disabilities.
Persons with and without disabilities want the same things in their
lives, have the same needs, and want to fulfill responsibilities in the
saine way other persons in society do.

2. QOL is basically a social phenomenon and a preduct primarily of
interactions with others. This requires a social ecolcgical definition
of QOL for the individual that also incorporates the QOL of signif-
icant others in the setting.

3. QOL is the outcome of individuals meeting basic needs and fulfilling
basic responsibilities in community settings (family, recreational,
school, and work). Individuals who are able to meet needs and fulfill
responsibilities in ways satisfactory to themselves and to significant
others in community settings experience a high QOL in those set-
tings.

4. QOL is a matter of consumer rather that professior.al definition.
QOL issues should be defined by consumers and other citizens rather
than by professionals in the field. Ultimately, itis how the individual
perceives and evaluates his own situation rather than how others
see him that determines the QOL he or she experiences.

As [ have mentioned elsewhere (Schalock et al., 1989), the concept of
quality of life will probably replace deinstitutionalization, normalization,
and community adjustment as the issue of the 1990s. As we begin to in-
tegrate the perspectives and resolve the important issues regarding its
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Preface xi

measurement and use, we will have to become even more sensitive to the
consumers of programmatic services who are increasingly concerned about
answers to questions such as:

® What futures can we look forward to?

¢ What are our dreams and aspirations?

® What is our economic income, and what impact does my economic
situation have on my life?

¢ What roles do people have in their community?

® What significant relationships are there in my life?

® Do I have meaningful contact with family, spouse, or friends?

® What would have to change for me to benefit more?

® What are we waiting for?

It was pointed out in a recent editorial by Sharon Landesman (1986)
that, “The new buzz words in mental retardation are quality of lite and
personal life satisfaction” (p. 14). She also proposed in the same editorial
that the following four questions be addressed: What does quality of life
mean? How can the concept be operationally defined? What strategies are
likely to be effective in monitoring the quality of life of individuals and
groups? "Nhat sets of environmental variables are most likely toc enhance
the quality of life for different types of individuals at different times of
their lives?

These are important questions that must be answered based on advances
in consumer satisfaction research, program evaluation methodology, as-
sessment of quality of life and life satisfaction, social ecology, and theories
of personal-environmental transactions. It is a large task and one that each
of the authors hopes will be aided by this book.

At a personal level, I want to thank all of the persons who contributed
so well tn the anticipated success of this book. It has been a pleasure to
work with each contributo, and to learn so much in the process. Even
though the last section focuses on the future, a statement in the first chapter
by Connie Martinez holds even more true . . .. “you can never have a
good life if nobody ever has a dream for you, unless you learn to have a
dream for vourself.”

Robert L. Schalock
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Part I
Quality of Life: Personal Perspectives

One of the common themes | *sented throughout this book is the sub-
jective nature of quality of life and the necessity of asking persons to
describe what influences and impacts their life of quality. We are fortunate
to have the contributions of a number of persons who are or have been
closely related to the service delivery system and feel strongly about what
is important in a life of quality.

The reader should note that this first section presents several persons’
subjective impressions of quality of life. By their very nature, t 2se chapters
introduce you to the subjective approach to the quality of life issue, which
is an evasive concept that is not yet well developed. Thus, the following
six chapters are not meant to be empirically or research based, but rather
subjective and personal. The authors share their informed opinions to assist
us in understanding better the complexity of the service delivery, assess-
ment, and policy issues discussed in subsequent chapters.
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1
A Dream for Myself

Connie Martinez
People First Capital Group

I'd like to say a few things about the quality of life of people like me.
We can have—and now I do have—a good quality of life, but we still have
to fight for it. We have to take back control of our lives from the KEEPERS,
from the professionals.

Most of the people I've met who work in this field don’t believe that I
could have a good quality of life or that I could even live on my own. When
I was little, the doctor told my parents that I would never be able to take
care of myself and that they could put me away. Even though they didn’t
do that to me, I always wondered why every day my father would come
home from work and look at me with anger, like I did something wrong.
Mostly I didn’t know what I did wrong, and I was hurt. And I started to
feel I AM BAD, because I really mmade my parents unhappy. So I became
angry at myself. Now I understand that my father was angry because he
thought he was going to be stuck all his life taking care of me like I was a
child. But you know what? Just before I was going to graduate from in-
dependent living (I was still living with my parents) my father reached out
and touched my face like he finally forgave me. Or maybe it was his way
of asking me to forgive him. I'll never know, because he died of a heart
attack just when I graduated.

But even to this very day, my mother doesn’t believe that I have control
of my life. I don’t know what she thinks when I tell her I am going to
Washington, DC, to talk to the professors, but she sure doesn’t believe
me. I'll always be “pobrecita Connie” to her. She'll always pity me and
always be angry at me because she still believes the doctor even when she
sees different.

Note. The changes that Connie went throughin Santa Cruz didn’t get « .hance to make her
truly independent for 20 years She sat home and watched TV for years. Then a social welfare
agency heard about her, intervened, and placed her in a series of sheltered workshops,
culminating in placement in a segregated adult school. It wasn’t until a program of training
for independent living was started in Sacramento in 1981, and almost immediately after that
a self advocacy group was formed, with Connie becoming a charter member of both, that
she began to take genuine control of her life.

14
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4 Personal Perspectives

My parents didn’t put me away, and finally I'm taking back my life,
after losing years of it to the wrong information. But I wonder how many
people are under lock and key because that doctor thought he could play
God?

So, when I was growing up everybody either thought they had to take
care of me, like my parents and my brothers and sisters, or they pushed
me away, like some of my relatives and like most of the teachers who stuck
me out of the way in a corner of the room and passed me to get rid of me,
but humiliated me when they could.

My parents always had a dream for my brothers and sister for when
they grew up, but nobody ever haid a dream for me, so I never had a dream
for myself. You can never have a ;300d life if nobody ever has a dream for
you unless you learn to have a dream for yourself. That's what I had to
do, and now I have a dream for ryself: a little casa, a garden with flowers
and peppers and tomatnes, a loved one to share my life with—and more.
Even if I don't get all those things, { know I'm alive now. And I believe
my dreams will come true.

Quality of life would make a mother support her daughter. That is very
important. In my case, there was no support. When I was a child, the
doctor said to my parents, ’You may have a dream for a perfect child but
forget about that. You parented a broken child.” And that was Connie.
Thus, there was no dream for this child. There was no support. The child
was not supposed to feel pain. Growiny up, I didn’t have the support from
school. I didn’t have support from family because the doctor was sort of
the God. He was telling the parents that the child had nothing; no pain,
would be retarded, no dream, no hope.

When you grow up as a child vou don’t know about handicaps or
what being retarded is. But you learn how people treat you different. A
child can be cruel. You learn that you get sent to another school because
“it is best for you.”” And you find out that what you learn is making
things with your hands (potholders, windchimes, etc )- That's why I
hate to do certain things with my hands—because I wanted to use my
brain, even though I cannot read. I have dyslexia and | also have trouble
saying certain words. And I have a lot of trouble re’aembering things.
They always told me I couldn’t get along in life i{ t couldn’t read. But I
can get along, and I could have a long time ago if they didn’t always
make me feel bad and dumb.

So, the first thing for the professionals and the parents to understand
is that we can have a good quality of life if we have control over our own
lives and if we have the help we need to keep that control and independence
in our own lives. We don’t need KEEPERS, we need TEACHERS.

In junior high I was OK. But then in high school things were different.
I had to learn things about the presidents. They knew I had a learning

15
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A Dream

disability, but they sent me to a political science class anyway. I said
fine. I want to be with everyone, not just my brothers and sisters with
mental disabilities. I want to be ir the community. I want people to
know I exist. At that time report cards were a competition. I got tired
of having Fs. So I lied—and I think I overdid it. One of the girls in the
back (she never really spoke to me) asked what did | have? I said “A+.”
She went over to the teacher, said to the teacher, "I can’t figure it out;
how did Connie get A?"’ And that teacher said loud enough for everyone
to hear, “’Connie did not get A, she got F.”” All those young people were
laughing at me.

Did you ever see a bird with a long neck that sticks its head in the sand?
I was that bird with my head in the sand. Until that moment [ didn’t know
the word HATE. But I began to have a hate for intelligent people. Here
was a teacher who had gone to college and learned about everything you
have to about teaching, but he missed the point about himself. He forgot
that the other person has feelings and wants to be a part of the community.
And he didn't care about my feelings. So I started feelirg hate.

But then there was another teacher, and she cared for me. When I was
in pair and she saw me cry she would hold me. I would cry on her shoulder.

And | remember our high school trip {to Santa Cruz]. A friend asked
me whyv I didn’t sign up to go. I said I knew what my mother would say.
My mother was very overprotective. But she said, “"You have nothing to
lose. Why don’t you sign up anyway?”’ And I said to myself, ""She’s right.
1 have nothing to lose.” So I went and signed my name, Connie Martinez.
I went home and told my mom, “Mom, there is going to be a high school
trip to the ocean. I have never been there before and I want to go.” I said,
’Mother, | want to be with people, and with nature.” And my mother
said, ’No, you're going to get lost. You're not going out by yourself. We'd
be too concerned and worried.”

I used to always accept what my mother said because she knew best
for me. But this time I couldn’t. I was SICK ( . . . enough to have to go to
bed). Then the teacher came. The doorbell rang and my mother answered.
It was the teacher. I wish I could remember her name but I can’t. She had
flowers and a card from the other students and a list of names of people
who wanted me to be able to go on the trip. She told my mother she
wanted me to come on the trip. She said she would take responsibility for
me. A: first, my mother said, “’No, no.” And then the teacher came back
again, and she convinced my mom to let me go. And I got better real fast.

My mother took me shopping to get new clothes for the trip. The day
[of the trip] I got up early. I would never get up early, but I did this time.
My mom fixed my lunch and she and my father took me to the school and
watched me get on the bus. They called my name on the the bus. I figured
the teacher was going to babysit me like they always did at church and
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6 Personal Perspectives

wherever else I went; but it was better than not to 80 to the trip. Even if
they watched over this little retarded girl, I would be happy. So half of me
was happy, half was not.

And then we started to get near and I saw gorgeous things I'd never
seen before in my life—mountains and big trees and evervthing green,
green, green. And the sky was so blue! I just enjoyed it all and my heart
was beating fast. And we finally got there. And the door to the bus
opened and the teacher said, “Connie, the door is opened. Go enjoy
yourself and be with your friends.” I thought she was going to watch
over me and instead she said go out there. So I jumped into the sand
and ran in the sand and just felt good. I took off my shoes. I forgot my
lunch.

Did you ever see a bird in the cage? I was that bird. That teacher opened
the door to the cage and I flew—it was the first time I was free. No people
to watch over me. I wasn't in a cage any more. | was free. And when I
came home to Sacramento I wasn't the same anvmore. I was still Connie,
but I was different. I had changed. There was something inside me hungry
to be free.

I couldn’t accept that my mom would watch over me, that they were
going to waich over me, that they knew best for me. I couldn’t accept that
any more. I tried to fight it, but it was too strong, and it got stronger and
stronger. I'm not saying that my mom didn’t love me, but I couldn’t live
the negative. I knew I had to be on my own, to fall down on my face if I
had to (and I have, plenty, and yes, I've been hurt), but I knew I would
get up and start over again. And I’ve done that.

Now all I have is different. But I see that things are not working right
for my disabled brothers and sisters, my familia I call them, like 'a the
workshops. I don't like how they are being used. The keepeis say they
know best for us. That is a JOKE! They are making a living off me and my
familia. Many mistreat people who can’t defend themselves. And nobody
listens to the consumers. Who would listen to me if a keeper said [ was
lying?

After being in such places, I got inte independent living. And I decided
I had nothing to lose to te in People First. We have ci- il rights for blacks,
chicanos, and women. fou know how some people ire against blacks?
Well, some people are against retarded, too. I see injustice and pain.

How many times do we have to show that we feel pain? How many
times do we have to show that - 2 suffer enough? I never had the support
of my [biological] family. I wish to heaven that [ did, but I never did. They
didn’t have a dream for me, so I didn’t have a dream for myself.

But now I control my own life, and I know I car. have my own dream
for me. And I DO have a dream. ! want to share my life with someone
who cares for me. To have a casa to share with him—a home. A family.

RIC 17
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A Dream 7

A big yard with chilis and peppers and tomatoes. To cook for him, and
make tortillas. And even to put the slippers on his feet—that’s OK in a
dream. -

: I also have a dream for my disabled brothers and sisters. To change the
injustice that is going on.
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Reflections on My Quality of Life:
Then and Now
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I have my own condominium which I'm really excited about because
now I have something to show for putting my money into, plus I don’t
have anybody telling me what to do, like putting my stuff up on the walls
or if I can hang my tapestries and all that kind of stuff where I want to.
As far as work goes, I work for a Lincoln Lancaster Drug Project. I really
like my job alot, I'm learning how to do this job. I work with nine teenagers,
which can be a handful sometimes. I work with different programs such
as teaching them how to get along with their families so that they feel th-
can work out their problems; in addition, they feel they can work out their
problems in a different way than by using drugs.

Q. Does your experience help you be better at that job?

A. I think so. I think I was sort of an outcast, because when I was
growing up everyone was calling me retarded. It was hard for me to deal
with.
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Q. Does your job at this point make you feel important?
A. Yes, because I feel I have something to offer people by my own H
experiences, what I've Jearned in how to deal with my problems. Also, it
gives me a lot of rewards beside money. I think it's important to the kids :
also, because they in turn get to learn how to deal with their problems and .
don’t get into more trouble than they already have. ;

Q. Is your job more important than other jobs you've done or jobs you
see some of your friends doing?

A. I feel [this job] is like my previous ones because | was working with
people and I was helping people. So I compare with the other jobs I had,
such as working in the deli at Leons and working at the laundry at the
Villager, and they’re not as important.

Q. Why do you think they’re not as important?

A. Because they're not what I wanted to do. And I like working with
people, I like giving a lot, you know, getting a lot out of what I do.

Q. Is it important just to be able to do what you want to do? Is that in
itself why you lil.e the job?
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10 Personal Perspectives

A. Yes, because I think you have to like your job and if you don’t like
your job, then you're not able to perform up to your highest potential.

Q. Do you live alone?

A. Yes.

Q. Have you always lived alone?

A. No.

Q. Have you had roommates in the past?

A. Yes, I've gone through the whole system.

Q. Of the things that you’'ve experienced in the whole system, is what
you're doing now the best option you’ve had?

A. Yes, it really is because I like to go where I can, have my own space.
When I lived in the group home, I had to share my room, so I mean there
was no place in the whole house that you could actually call yours.

Q. What about socially. Coes living alone present any social problems?

A. I'could see where it could preseat social problems if  wasn’t as active
in other things.

Q. So you're active in social groups, clubs; what kinds of things do you
do?

A. Like, Iam a member of People First and also a member of Advocacy
First of Lincoln, which is the local chapter of People First. I go around
doing speaking engagements and still work wi.n Region V teaching people
how to advocate for themselves.

Q. Do you do any social kinds of things that are not directed toward
volunteer work for people with disabilities or related kinds of things?

A. Yes and no, because the way to answer your question is that I'll go
out with my friends cr just do things v ith my friends. My friends happen
to have disabilities.

Q. Whau are some of the things you like to do?

A. We go to movies, we'll just go out and have dinner, go downtown
and go shopping, things like that.

- Have you ever been lonely living alone?

A. A couple of times.

Q. How do you deal with that?

A. I go out and ride my bike or do something where | don’t have to
feel lonely.

Q. On the whole, even though that happens sometimes, do you think
living alone in your own place is a better option?

A. Definitely because like | say, I can have my own space, if I want to.
I can leave my clothes in the middle of the room. Who's going to tell me
I'have to pick them up?

Q. How independent do you consider yourself?

A. Extremely independent.

Q. Have you always been extremely independent?
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Reflections 11

A. No.

Q. Could you talk a little about, how/where you started out and how
you got to where you are now in terms of independence?

A. Well, when I became an adult, of course the natural thing to want
to do was to move away from home so this is what I wanted to do, but
my parents wouldn’t let me move away until I was 25, and then I had to
move into the system, but the system tai.ght ine things like how to make
my bed, how to set the table, how to do my wash and all the basic kind
of things which I already knew. And I couldn’t understand why my parents
were telling me I needed to be in this kind of structured setting, when I
knew all this stuff they were supposed to be teaching me.

Q. So low'd you deal with it?

A. I got mad and didn’t deal with my feelings then and so I got mad
and would talk to my parents about it and I think by getting mad every
time I talked to them, I knew what their response was going to be. Finally,
I decided that if I wanted my parents to treat me as an adult, I'd better
start acting like an adult.

Q. One of the things, Nancy, that people worry about, when family
members or friends of theirs want to be independent in the community is
whether they’ll take good care of themselves, be physically well and safe,
and that sort of thing. Could you talk a little bit about that issue?

A. Well, I think that’s definitely true, because I feel that I was raised
differently than my brothers and sisters were raised and by that I mean,
my sister would be allowed to go out on dates when she was like 16 and
I wasn't allowed to start dating until I was like 18. She was also allowed
to stay out later than I. That’s just one example. Also, I think that until all
my brothers and sisters and I became adults my role with my brothers and
sisters was different as they saw me as being retarded and they were going
to have to show me how to do all these different things in my lifetime.
Now, since we've become adults and I've learned how to act differently
than I was then, my brothers and sisters see me as an adult and treat me
as such. For example, when I wanted to go to college, my parents were
really scared about me doing this and didn’t want me to do it. I just had
to prove to them as well as to myself that I could do it. After getting my
GED I think my parents have let up a lot on me and see that there are

some things that I can do.

Q. What would you say is your current relationship with your parents?

A. I like them a lot better, now. I really do. I know how to deal with
my feelings now and so I am being treated as an adult, whereas when I
was growing up I didn’t know how to express myself other than by getting
mad or running off or crying or something.

Q. Do you think that's the main reason why you have a better rela-
tionship with your family or are there other things, too?
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12 Personal Perspectives

A. [ think there’s other things in it, too, because | think my brothers
and sisters now that they are adults can understand me as a person a lot
better than they could when we were growing up.

Q. You talked a minute ago about getting your GED and wanting to go
to college. Can you say just a bit about the things you’ve done living on
your own in the community to improve your learning and skills?

A. Ever since I've been a little kid, I've loved working with people so
I'wanted to become a nurse. So I went out to Southeast Community College
and explained to them I was going to need extra classes because of being
in special ed; so they worked with me to get the extra classes that I needed
and then I took the entrance exam for nursing and missed it by one point.
(I about died.) So thern | went back to them and explained to them and
asked them how was | going to get my grades up and that’s when they
told me I was going to get my GED and it made me mad, because here
I'd been up front with them and explained that, you know, I was in special
ed. So why are they telling me 5 years later that I need to get my CED?
So that's just one example. But I guess I should finish that. ! went ahead
and got my GED and | love it (this isn’t nice) but the highest | got was 62
and the lowest I got was 49—which gave me an average of 54.2, which
was above normal sol went and pushed it in some people’s faces. (I couldn’t
help that.)

Q. How did your history as a student in special ed influence the quality
of your life—good or bad?

A. Well see, | had it both ways because | was in regular classes until
the time I was in sixth grade. So when [ started junior and senior high was
when | went into special ed. So | think that gave me an advantage and
disadvantage. For example, we had my fifth grade social study book when
I was a senior in high school and how’s that supposed to make you feel
wben you are a senior in high school, and you are getting a fifth grade
social studies book? But the way it helped me was that I got the attention
that I needed and so that helped, but it was also kard in that when I was
in special ed it was when special ed was first starting and it was in the
corner but it was still in the school building and was called the dummy
room. So even though it was still labeled it wasn’t mainstreamed like it is
now.

Q. You seem to resent the fact that when you finished high school in
special ed, actually you didn’t really have a diploma?

A. Yah, | do because that's what they told me it was. | mean, I would
think that they were being honest with us, tell us what we were getting,
not just a piece of paper. I mean, I didn’t see why we had to be treated
any different than anyone else who was graduating. We took the same
classes basically and had the same credits and stuff. So why should we be
treated any differently?

ERIC 22
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Reflections 13

Q. Living where you do now and doing the things you do now, are
you still treated differently? Or are you treated pretty much the same as
everyone else these days?

A. The other day when I got home from going to Ohio and our Board
meeting, I had this letter from the Police Department and I had gotten a
ticket and had paid the fine for the ticket in April and my court date was
in May and they hadn’t gotten the money so they put a warrant out for
me. When I got home and opened this up, it really scared me so I talked
it over with my parents and Mom wanted to go down and take care of it
for me. I don’t want to be treated just because I have a disability different
than any of my brathers and sisters would be treated. I wanted Mom to
go with me, yes, but [to] give me support, not to do it for me. So we went
down there the next day to pay the fine and they told me that I needed
to go talk to the city atterney. So I go to do this, because if I would have
paid the whole charges now, I would have also admitted to the fact of
being guilty without them getting their check and I didn’t think that was
fair, and so when [ went to this city attorney office, Mom was the one who
went in, | mean, she was the one who went in, she wasn’t going to let me
go in. It just so upset me, so I explained to her how I felt about that and
then we both went in and I explained to them (but it was hard for me to
explain to them), and Mom was getting upset with me for not being calm.
Finally, I just told Mom (I shouldn’t say this) but finally I just told Mom
to shut up. I never told my mom that before. And so the city attorney
could see that I had tried to pay for my ticket, that [ had to get it in on
time, so they dropped the warrant and they dropped the extra court charges,
then we went back and paid for my ticket.

Q. Are there other ways you sometimes are treated differently by other
people?

A. Like, when we have board meetings and stuff, it’s real hard for me
to understand big words and to read as fast as other people and we were
doing our goals and objectives the other day. Finally 1 was getting so
frustrated I just told them, “I don’t understand the big words, I can’t read
as fast as you guys are reading, can you go slower?’ Warren said there
wasn’t enough time to go slower, but somebody came over and helped
me so that could be seen as a time where I would have been treated
differently.

Q. Are there other times you don’t want to be treated differently?

A. It'slike (I don’t know how to explain this) because of the experiences
I've had with my life, and all the different kinds of problems I've had. It's
like at wo.k I have to be a role model all the time for the kids, as to how
they have to act and deal with their problems and that’s real hard to deal
with. And so finally I've just got to the point where I couldn’t, you know
I don’t see myself as perfect, so I just fool people.
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14 Personal Persnectives

Q. You referred several times to ycur bike, and by your bike you mean
your motor scooter. Could you talk a little bit how you came to have a
motor scooter and how that has changed the quality of your life?

A. Well, my bike is one of the examples of “I'm not dealing very well
with my parents.” Because my parents didn’t want me to have one and I
went ahead and got it, even though they didn’t want me to have one. But
the freedom that my bike has given me is amazing because I always had
to stand and wait for the bus, take the bus wherever I went. I can’t describe
the amount of freedom because I don’t have to stand there for like half an
hour to get some place I want to go. It's also given me a lot of freedom in
that’s how I deal with my problems. Whenever I get frustrated and want
to tnink, I just go out riding, that's how I think.

Q. Did getting a license to drive « moior bike present any problems?

A. Well, it presented special problems in being able to understand what
I was supposed to do. I had to have things explained to me and that's one
time I'm asking for it and it makes me mad that I need that. Anyway, |
got my driver’s license, and that was a big step for me. It took me a lot of
courage and confidence of myself tc go and get it. I wasn’t sure I was going
to cetit. It was just one more example that showed me I could do something
I didn’t think I could do.

Q. You talked about your problems with the ticket and legal system.
Has having a motor bike added some responsibilities that cause you to
worry or other kinds of problems?

A. Yah, it has because to learn the laws, this is another place where I
was treated differently, don’t necessarily like it, but I'd have to have people
explain them to me and sometimes, for example, how I got the ticket that
I talked about, is that I didn't see a stop sign and didn't stop. Normally,
you have stop signs over here and the stop sign was over here. So yah,
it'’s given me some added responsibilities and another way it's taught me
I can do some things and it gives me that much more confidence and I'm
that much more excited about it, so I think it's neat, actually.

Q. I'm also interested in asking you to talk about how you deal with
things like dental and medical services. Do you choose your own doctors
and get yourself to your own appointments? Do you take care of that
independently, or do you have special help with that sort of thing?

A. No, that's one of the other things I like. I deal with it just like any
of my brothers and sisters would deal with it. I have my own doctor.

Q. Did you choose your own doctor?

A. Yah, which again is just something neat that I'm learning how to
do.

Q. When did you, at what point, as you came through the system, did
you make those decisions to take care of those things on your own?

A. When I learned about self-advocacy. When I developed the self-
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Reflections 15

advocacy skills that I have, I saw myself as a person. I didn’t see myself
as being retarded, and that's what I was. I saw myself as a person—yes,
[ have a disability but that's okay. The most important part of me is that
I'm a person and like when I go out, do the speaking and stuff that 1 do,
[ mean, it took me four years to learn and get confidence in myself before
[ [could] go and do that. I tell people, no, I'm not going to go out front.

Q. How old are you now, do you mind saying?

A. No, I'm almost 38.

Q. If you could identify two things that are most important to you in
the quality of life in the community, what would those things be?

A. Becoming a self-advocate and learning to see myself as a person.
Because in seeing myself as a person that started me to start questioning
things that were going on in my life and to develop a better life for myself,
and then to have my own place would be the second thing.

Q. Besides having your own place, could you pick out one main thing
that is differert about your current independence from when you were
part of the system?

A. When [ was living in the system, it made me real frustrated. You
had to fit to the system; the system wasn’t made for you so that would be
one thing I think that the system be made to gear towards individuals as
to where they are at. As I've said, some people may know Steps 1-5, so
why teach them that?

Q. If you could change one thing in your life, what would you change?

A. [ don’t know whether I'll make sense out of this. All the anger and
not knowing how to direct my feelings in a positive way and my feelings
that I've had about my family. Also, to be able to reach more people than
[ already have reached.

Q. What do you mean, reach more people?

A. People who have disabilities and to show them what life could be
as learning how to advocate for themselves, see themseives as a person,
as I still think there are a lot of people that are in the services and they’re
oppressed. Does that make sense?

Q. How are they oppressed?

A. I don’t think that professionals listen to what we’re trying to tell
them. I think that people are now starting to say that we don'’t like the
system the way it is, so why do we have to have [it] that way? Why is it
that when we're the ones that know how we feel that we’re not being
listened to in where we want to live, for example?

Q. At this point in your life, can you go to the movies, or to the store,
or to church, or tc the park, and be treated just like anybody else and have
nobody know that there’s anything different about your life?

A. It's a great feeling, in that people see me that way. but even greater
feeling that I can see myself as being able to do those things.
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16 Personal Perspectives

Q. Is there anything else you think influences the quality of your life
or the Jives of other people?

A. Yah, I wish for a lot of my friends—they happen to have physical
disabilities which you can see—that they would be able to be treated just
as everybody else, you know, also or because that they’re harder to un-
derstar:d because they have a speech impediment, for example. I don’t see
why society in general can't take the time to lister to them. I mean, they
got a lot to worry about how they’re treated, how they want to be treated,
about things that would be an interest to everybody.

Q. What do you think would help?

A. To have society not so fast paced, to have society be abie to listen
to people, to have society not have to be afraid of people, so I think there’s
a lot of public education that has to be [done]. I can understand why it's
important for people who have a disability to be given a chance to make
friends within the community. I mean I really do think that's important,
but if they choose to have other people that have disabilities or to som=how
have friends connected with ihe field, then I don’t see why that’s not okay,
too.

A Final Thought: I just want everybody to treat people as they want to
be treated. I don’t think because we have a disability makes us any different
than anybody else. We're more alike than we are different.
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Quality of Life Versus Quality of Life
Judgments: A Parent’s Perspective

Diane M. Crutcher
National Dswn Syndrome Congress

The issue of the need for a book on the quality of life of persons with
disabilities disenchants me because I live daily with someone whose quality
of life would never be questioned if you only knew her. I have a fear that
too many people truly never get to know someone with a disability and their
respective families and therefore cannot separate the person from the dis-
ability. This, then, results in quality of life questions.

In order to provide a parent’s perspective on the concept of quality of
life, I have chosen to distinguish between quality of life and quality of life
judgments. The former unjustly lays guilt at the feet of those with disabil-
ities, the latter places responsibility on the more skilled, intelligent, beau-
tiful, and biased others who superimpose certain factors onto those with
disabilities and thereby apply the all-damaging quality of life judgments.

To provide some insight into the impact on the family of quality of life
judgments, I would like to cite Emily Perl Kingsley’s analogy' of how it
feels to find out that your child has a handicap.

When you're going to have a baby, 1i 5 like you're planning a vacation
to Italy. You are all excited. Seeing the Coliseum . . . the Michelan-
gelo . . . the gondolas of Venice. You get a whole bunch of guidebooks.
You learn a few phrases in Italian so you can order in restaurants and
get around. When it comes time, you excitedly pack your bags, head
for the airport and take off for Italy . . . only when you land, the stew-
ardess announces ‘Weicome to Holland".

You look at one another in disbelief and shock saying, Holland? What
are you talking about—Holland? I signed up for Italy!! But they explain
that there’s been a change of plans and the plane has landed in Hol-
land—and there you must stay.

”But I don’t know anything about Holland! I don’t want to stay here,”
you say. “l never wanted to come to Holland!” “I don’t know what
you do in Holland and I don’t want to learn!!” But, you do stay, you

'Kingsley, E.P. (1987). Kuds like these. CBS TV Movie,
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18 Personal Perspectives

go out and buy some new guidebooks. You learn some new phrases
in @ whole new language and you meet people you never knew existed.

But the important thing is that you are not in a filthy, plague-infested
slum full of pestilence aird famine. You are simply in another place. .. a
different place than you had planned. It's slower-paced than Italy; less
flashy than Italy; but after you’ve been there a little while and have
had a chance to catch your breath, you begin to discover that Holland
has windmills . . . Holland has tulips . . . and Holland even has Rem-
brandts.

But everyone else you knew is busy coming and going from Italy.
And they're all bragging about wu.at a great time they had there. And
for the rest of your life you will say, “Yes, that's where I was
going . . . . that’s where I was supposed to go . . . that's what I had
planned.” And the pain of that will never, ever go away.

And you have to accept that pain because the loss of that dream, the
loss of that plan is a very, very significant loss. But . . . . if you spend
your life mourning the fact that you didn’t get to Italy, you will never
be free to enjoy the very special, the very lovely things about Holland.
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Let’s review this profound statement for the gravity of quality of life
judgments present in it—the disbelief and shock at the diagnosis; the
desperate quest for normalcy; the questioning of one’s own ability; and
then the reality that disability is nota ”. . . filthy, plague-infested slum

full of pestilence and famine . . . [it is] . . another place . . . a different
place than you had planned . . .. [but it] has windmills . . .. tu-
lips . . . and even Rembrandts.”

Indeed, itis what you make it once you get over society’s misconceptions
about disability—those with which you have been nurtured and now find
significantly difficult to shake. My daughter is 16 years old and has Down
syndrome; but that is secondary to her worth as a viable, competitive,
proud, and digniried person. In reflecting on her birth and subsequent
diagnosis of Down syndrome in light of quality of life judgments, I am
amazed that we were able to overcome all of them and provide her with
an undeniable sense of dignity that she carries forever with her.

Within 12 hours of her birth, her pediatrician came to my hospital room
to tell me in a most antiquated and despairing fashion that she had Down
syndrome—would never walk, talk, run, or play, or know that I was her
mother. The nearest he ever got to me was to throw the papers for insti-
tutionalization on the bed and recommend that I not see her so that I would
not get “attached.” Sending her away forever so that she did not ruin our
lives and going home to “really have another baby”’ were his final parting
suggestions. Needles. to sav, there were numerous quality of life judg- :
ments present within the doctor’s prognosis. It then fell to me to tell my
husband about our new daughter. We had no background in disabilities
but were amongst the fortunate to have a strong marriage. After I delivered
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A Parent’s Perspective 19 Yy

the message “nd we cried together for hours, he went home that evening
and pulled down our new and reputable reference journal to gain further
insight. He was shocked to see the disability listed under Monster—another
quality of life judgment?

Is it any wonder that families who are already rocked to the core by a
circumstance that they know only happens to other people are further
questioning their own ability to parent this child effectively and to maintain
other current and future aspects of their lives? What most of us parents
didn’t realize as we were still reeling from the shock of the diagnosis was
that we were being overwhelmed with quality of life judgments and not
necessarily facts. It is inher:nt in our society to respect and adhere to the
suggestions of those bette: educated than ourselves, particularly with re-
gard to the medical profession.

What we were not cognizant of was that all persons, higher educated
or not, can be biased, particularly when it comes to what they can and
cannot “fix.”” There seems to be a higher frustration level with professionals
when they face a situation that cannot be cured as they have been educated
to handle. That frustration then passes itself along to the family in the
context of quality of life judgments.

I remember receiving sympathy cards at our daughter’s birth and sub-
sequent diagnosis as well as holiday cards a few monthslater to all members
of our family except the one with Down syndrome—as if she did not exist.
Quality of life judgments? But there have been some excellent old friends
who didn’t care that she had Down syndrome; if we loved her, so did
they. And there were new ones who accepted us for the family unit we
are. The latter have the opportunity of our years of growth and ridding
ourselves of quality of life judgments.

Literature abounds with information on the psychological impact of a
child with a disability on the family. Much of this literature points to many
contradictory findings and is replete with quality of life judgments. But
many, many families report to us that the actuality of it is “’the rich get
richer and the poor get poorer.” If the marriage was stable and strong
before, if communication was full, if there are not overwhelming other
concerns like finances and health, then the child with a disability presents
a new challenge, but not one that is necessarily devastating to the unit.
The contrary side is that a marriage already in difficulty may see this as
the “straw that breaks the camel’s back.” Something was likely to disrupt
the marriage, and this may serve as the catalyst; this is not really the cause
of the disruption, but rather poor timing.

As with any family, balance is the key to success. The child with a
disability should not be the focal point any more than any other one family
member should. The focus must change over time as family needs change—
and that is the ultimate quality of life: when the focal point of the family
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20 Personal Perspectives

moves from person to person because everyone has an equal quality of
life. This is the family’s way of ackrowledging quality of life judgments
and defusing them; but they need professional and lay public support in
establishing this attitude and maintaining jt.

It is only fair to point out that prior to the birth of my daughter who
has Down syndrome, I was not cognizant of quality of life judgments and
s0 no doubt applied them freely as I unconsciously deemed appropriate.
It then becomes our enormous job to call that frequent practice to the
attention of parents, professionals, and the iay public, because it is quite
difficult to change something we don’t recognize as a problem.

When my husband and I did realize the quality of life judgments being
handed down to our 4 Ib. 9 oz. newborn, we came out fighting. We were
certain that we were her only true advocates in correcting the misconcep-
tions about her as a person. This then carried over to the service-provision
field—no one was free of criticism. As our start in this world of disability
had been such a jolting one because of the extremely negative method by
which the diagnosis and prognosis regarding the disability were delivered,
we began employing that human practice of generalizing to all professionals
our perception of their biased attitudes. Therefore, all professionals were
automatically suspect and had to prove themselves to us. We did not realize
that we were literally impossible to reach and could not be convinced of
the true interest of service-providers in our child. So much wasted time
passed in learning to trust one another.

But there is now a new generation of professionals and parents forging
a more positive path toward acceptance and moving away from quality of
life judgments. We are raising our children in the community to live there
as productive adults. Parents are talking, sharing, and trusting, as are
professionals. Our quality of life is balancing; but we still have a long way
to go because quality of life judgments go beyond the person with the
disability and impact the family, too.

It is for this reason that parents find themselves demoted to “parent as
patient.” When my first daughter was born, my husband and I were still
teenagers. He was in Viet Nam and I was working to make ends meet.
Despite all of these negatives for a good life for our baby daughter, no one
at the hospital suggested that I was not equipped to parent her. No one
projected her life as an adult from the moment of her birth, and no one
predicted her quality of life based on mine. But when her younger sister
was born several years later, after we were financially stable, living together
in our own home and to a great extent living the “American Dream,” we
found ourselves viewed as ill-equipped to parent our second child. Her
life was projected through adulthood and quite negative quality of life
judgments applied to her and, therefore, to us.

All parents have as thewr goal to live and die in peace, knowing that our
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A Parent’s Perspective 21

children are all right, safe, happy, and living productive lives full of op-
portunity. That is no different if your child happens to have a disability.
We then as parents of children with disabilities have a newfound quality
of life ourselves in ridding the world of quality of life judgments. We will
no longer be patronized. We will earn and retain our positions as partners
within the realm of helping our child. We are memters of the team and
without us there is no true joint effort.

I do admit that ultimate quality of life is earned and reearned, person
by person. But I also insist that that is tantamount to opportunity, and
opportunity is accessible only when society decides it shall be. Therein lies
our problem, and the one I sincerely hope is addressed within the confines
of this book. How do we change society’s view of persons who have mental
retardation and other disabilities so that they can have opportunities to be
the best they can be?

One of the first steps, it seems to me, is in the act of relaying the initial
diagnosis. Whoever that professional is should take caution in the prep-
aration and delivery of the message:

® Hold the baby while delivering the message. This implies acceptance
on the part of the professional.

® Call the child by name.

® The place of meeting should be private, with the message being de-
livered as soon as possible followir.g suspicion and tentative diagnosis.
® Accurate information should be on hand, not in overwhelming amounts,
but just enough to begin the parents’ venture into this new world,
with bibliographies available so that they may obtain more information
as they are ready for it.

¢ Refer the family to support systems, including local parent groups.
Offer to make the calls for them.

® Avoid prognoses unless they are medically based. Be supportive.

® Do not pity the child nor the family.

Parents do not need or want pity; rather, they want respect—they are
earning it monumentally! When the parents start off on as positive a ncte
as possible in this situation, it is better for all involved both in the short-
term and in the long-run.

To close, I would like to share some anecdotes from my personal life to
emphasize the quality of life within a family who has a member with mental
retardation. When we told our older daughter about her new sister shortly
after the latter’s birth and diagnosis, we stumbled trying to find the right
words to relay our commitment and yet allow our older daughter the
opportunity to find out how she now fit into our new life. We told her
that it was nothing anyone had done wrong and that her new sister we+ild
need our help to achieve. Her response (at age four years) was, “But
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2 Personal Perspectives

Mommy, if something happened to me, you'd try, wouldn’t you? We have
to try for Mindie.” No quality of life judgment there.

Some 11 years later, our daughter with Down syndrome was climbing
a blacktopped incline covered with frost. She had on new school shoes still
slick on the bottom and she fell over and over trying to reach the top of
the hill where all of the other neighborhood children were waiting to catch
the school bus. I watched from the door wondering if I should assist and
finally decided that she had to dc .t on her own. She deserved and had
earned the privilege of trying, falling, and trying again. I don’t know which
of us struggled more that morning, but eventually Mindie made it to the
top of the hill and she turned, victoriously waving to the door, knowing
that T would be there watching. Knowing that we will always be there—
somewhat removed, perhaps, but with her -onetheless.

She had made it to the top herself—with guts and determination. She
took a slightly different route; it took her longer to get there and with more
bumps and bruises, but she reached the top nonetheless and there was no
one more proud than she. Quality of life? We should all be so well endowed.
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My Sister Angie: A Sibling’s Perspective

)aff Jacoby
Hastings College

Angela Marie Jacoby was born November 13, 1970, weighing approxi-
mately 5% pounds with a height of 18 inches. She was born with spina
bifida with inyelomeningocele, which is the area the bifida or tumor was
located. Thus, Angie had a obvious lump or cyst-like lesion on the back,
covered with - thin membrane, making it actually possible to look into the
tumor. The day after she was born she had the bifida suzgically enclosed.
This was the first of 36 surgeries and revisions Angela would have over
the next 16 years. Because of the spina bifida, there were many serious
symptoms. such as sensory loss and muscle weakness in the lower hip
area, hydrocephalus, and inability to use the bladder.

Hydrocephalus developed right after the bifida was enclosed. After the
fluid was drained, a shunt was placed into the side of the head that ex-
tended to the heart valve. The shunt had to be revised because of growth,
which meant the tube coming from the shunt was placed into the stomach.
This created 1 soft spot just above the shunt that had to be pumped man-
ually instead of having the heart do the same work as in the first shunt
surgery. As she got older, the number of times her shunt had to be pumped
decreased, until finally there was no need for it exceptin certain situtations.
An example of this would be in the case of a seizure where the pumping
of her shunt would be necessary.

Paralysis was evident after the first three weeks following delivery. This
was attributable to muscle deterioration and involved complete sensory
loss from :he knees down. She claims she still has feeling in the lower hip
area, but physicians believe there is 9% sensory loss in the lower hip.
Aleng with this symptom, she developed scoliosis. Luque rods were used
to straighten her back, with later revisions using Harrington rods that she
still has today. She will never be able to walk and she will be wheelchair
bound for the rest of her life.

An ileoconduit or urinary bypass was performed because of her inability
to use her bladder efficiently. This meant that the ureters were detached
from the bladder and inserted into one end of the small intestine; urine is
tranferred through the stomach into a plastic bag cemented or glued to the
skin. This stoma is an opening of the abdominal wall where urine may
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pass through freely. Because of growth, it had to be enlarged, w.ch ac-
counted for five revisions.
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When dealing with total money spent on Angela, one can estimate
approximately $1 million. This can ve shown tvy the following: medical
(hospitalization/surgery)—$800,000; travel and living expenses—$10,000;
physician—$70,000; other expenses (drugs, appliances, wheelchairs, van,
modifications)—$55,000.

Insurance paid for a large share of these expenses, but for young parents i

. to accept this large a responsibility, they had to turn to family members -
for temporary help. As far as outside organizations willing to help meet b
financial needs, the March of Dimes was the only organijzation to contrib-
ute. It gave $2,000 for her first surgery and that was to be the last financial
contribution. My parents became very smart money managers because of
Angela, so I never really felt the financial burdens that one might suspect.
We lived very well for as long as I can remember, which means there was
always enough money for essentials plus the little things that every normal
kid desires while growing up. )

P 3

MOBILITY

Paralysis has meant that Angie has had to become adjusted to many )
different forms of mobility or transportation. Because of the increased size N
of her head, she was not able to sit up at the age a normal child would 4
have been able to. She crawled at the age of four mainly by pulling her §
body with her forearms. This led to scooting, which lasted until the age
of eight, at which point she was transferred to a wheelchair. The reason
she was not put into a wheelchair sooner is because my parents didn't
want to accept that she would never walk. However, because of her in-
creased size and weight, they had no choice but to put herinto a wheelchair. E
As fa1 as transportation to school, my mother took her to school until she ‘.
was nine years old, when she began to be transpor.ed by bus. When the 5
time comes for her to live independently, she will be transported by bus
at no charge.

As any child would, I had problems dealing with my sister being in a
Wheelchair. At an early age, I would be embarrassed to even be seen with
her. For example, if I were in the mall with her, I would not push her and
would do my best to disassociate myself from her as much as possible. As
I'got older, I saw her for who she was, not as she was; but when we went
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A Sibling’s Perspective 25

to the same high school, it took me some time to be seen talking with her
or pushing her down the hall. The most difficulty I had came from my
peers, because I felt that if they knew that my sister was handicapped I
would be made fun of or not accepted. I realize that sounds very childish
now (a college sophomore).

EDUCATION

Angie was diagnosed as borderline mentally retarded at birth, but no
evaluation was given until she was four y=ars old. When given a stan-
dardized test, she had an IQ of 67, which labeled her as EMH (Educable
Mentally Handicapped). She was placed in a preschool for two years and
then she attended an elementary school that placed her in an EMR (Ed-
ucable Mentally Retarded) program for two more years. In junior high,
she was involved with EMH for two years, and DTP (Developmental Train-
ing Program) for cne year. Today, she attends Hastings Senior High and
is still in the DTP program. She will graduate the May before her 21st
birthday. Angie also attended summer school for three summers.

I don’t see my sistar as being classified as EMH, because she talks and
acts so much differently than those whom I consider as EMH. It really
upsets me when I hear someone talking about Angie and describing her
as “retarded.” I don’t consider her retarded and I never will.

GOALS

Angie has many goals that affect her everyday attitude and activities.
She wants to become a doctor and of course this is impossible for various
reasons already explained; but there is no reason she should be told she
can’t become one. She must realize this herself and deal with it in her own
manner. That's just part of growing up and maturing into adulthood. She,
as every 16 year old docs, wants to drive. She takes Driver’s Education in
school and even though the probability is low, there is a small chance that
with the right equipment she would be able to drive a car. But even more
than those two, £'ie wants to be a mother. The doctors believe that this is
highly impossible because even if she were to get pregnant, she would no.
be able to carry a full term pregnaicy.

I mainly feel sorry for Angie because I was given the chance to do almost
everything she can’t. | would give everything I have for her to live as
normal a life as I have lived, but I have grown out of that stage of feeling
sorry for her. [ now push myself twice as hard because I believe whatever
I'm trying to accomplish for myself, I'm accomplishing it for her as well.
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% ACTIVITIES AND ATTITUDES 3
; 3
’ Angie is involved in numerous activities. Ata younger age, she attended 2
: church and Sunday schee!, while later becoming a 1nember of the First f’é

e

: United Methodist Church. She also is involved in Special Olympics. She
: has won numerous ribbons and trophies for competing in bowling, swim-
; ming, basketball, and track and field. This directly affects her attitude
; because Special Olympics has given her a sense of self-worth and a feeling
that she is capable of accomplishing somethir s on her own. But on the
other hand, it seems the older she gets, the more frustrated she gets. She’s
not able to do some things with her friends because of her handicap. Thus,
she turns to younger kids who will spend more time with her, doing what
she is more capable of doing. I am amazed at how strong spirited she is.
She gives 100% in everything she does, and I admire her for that. Also, 1
have and always will consider her the best athlete in the family.
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FUTURE

The future is still some time away, but after graduation she will live
independently in living arrangements suited for her specific needs. This
is what scares me the most. Even though she is a very strong-willed in-
dividual, I don’t know if she will be mature enough to take care of herself
without me or my family there to help her. I still consider her very reliant
on others, and not yet very self-sufficiznt.

In conclusion, 1 believe it is not only important to learn about and try
to understand someone like Angie and her situation, but to know also a
brother or sister’s point of view about that individual. There is a question
that comes up every once in awhile that interests me the most. “If you
had to do it all over again, would you want Angie to be born?” [ take that
ques*ion two ways. First I would say maybe not, because of all the hard
times my family has gore through and all the surgeries; but there is no
way I would ever want Angie not to be born. I consider her an inspiration

not only to me, but to everybody she has ever met. She has been a blessing
in disguise.
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Quality of Life and the Individual’s o
Perspective 2
P
Steven ]. Taylor and Robert Bogdan f‘f’

The Center on Human Policy
Quality of Life (QOL) is an illusive conc. pt, especially when applied to ’%
people with mental retardation. We do not have an agreed upon standard ;
for determining anyone’s QOL. In fact, we seldom make inquiries into the
QOL of people who are not disabled or disadvantaged in some way. It is fg
ironic that we usually examine QOL only when we know or suspect that 3
people are suffering. Herein lie both the importance and the danger of 3
studying the QOL of people with mental retardatior.. K
On the cne hand, the concept of QOL directs attention to the human b
needs of peovle who have developmental disabilities. While itis important b
that service systems and schools help children and adults with mental ®

retardation to learn and develop, it is more important that they contribute
to the QOL of the people they serve. The strongest indictment of insti-
tutions and segregated schools is not that they fail to teach people, although
this case could be made, but that they deny people respect and dignity. 5
The increasing interest in QOL marks our recognition of the assaults to
the dignity of people with mental retardation, very often done in the name
of humanity (Blatt, Ozolins, & McNally, 1980).

On the other hand, because we do not ordinarily study the QOL of
nondisabled people, the study of the QOL of people with mental retar-
dation runs the risk that these people will be singled out further as different
from the rest of us or even dehumanized. As the most extreme example
of this langer, QOL has been cited as a justification for euthanasia and
withh iding medical treatment from infants with severe disabilities (The
Association for Persons with Severe Handicaps, 1984; Hentoff, 1985). In
an infamous experiment carried out at the University of Oklahoma Health
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28 Personal Perspectives

Sciences Center, medical researchers employed a quality of life formula to
assist in medical decisionmaking regarding treatment for infants with spina
bifida:
QL=NE x (H + $), QL is quality of life, NE represents the patient’s
natural endowment, both physical and intellectual, His the contribution

from home and family, and S is the contribution from society. (Gross,
Cox, Tatyrek, Pollay, & Barnes, 1983, p. 456)

Even when QOL is not used to justify outright discrimination, formu-
lations of QOL for people with mental retardation run the risk of applying
standards to these people’s lives that nondisabled people would not accept.
Although this danger is real, it is not inevitable. The challenge is to study
the lives of people who have developmental disabilities in a way that
emphasizes our common humanity.

This chapter looks at QOL from the perspective of the individual labelled
“mentally retarded” and argues that the concept of QOL has no meaning
apart from the experience of individuals. Because the focus is on the in- :
dividual’s perspective, we start with the stories of three individuals, :
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LISTENING TO PEOPLE’'S STORIES

W AT e

The following excerpts contain parts of the life histories of three people:
Ed, Pattie, and August. (The names of Ed and Pattie are pseudonyms;
because August was a plaintiff in a law suit and his circumstances were
made public, his real name is used.)

Ed’s and Pattie’s st ries are told in their own words and were constructed
from the edited trar  _pts of indepth interviews (Taylor & Bogdan, 1984).
These excerpts are taxen from detailed life histories published elsewhere
(Bogdan & Taylor, 1982). Both Ed and Pattie had been labelled mentally
retarded, although a reading of their stories calls into question the mean-
ingfulness of the Jabel. In contrast to Ed’s and Pattie’s stories, the excerpt
on August is not presented in his own words and is based on an extensive
review of case records and, to a lesser extent, on first-hand observations;
hence, this is not August’s story, but the story of August.

Ed’s Story!

""What is retardation? It's hard to say. I guess it's having problems
thinking. Some people think that you can tell if a person is retarded by
looking at them. If you think that way you don't give people the benefit

'Excerpted from Bogdan and Taylor (1982).
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of the doubt. You judge a person by how they look or how they talk or
what the tests show, but you can never really tell what is inside the
person.

"’Take a couple of friends of mine. Tommy McCan and P.J. Tommy
was a guy who was really nice to be with. You could sit down with him
and have a nice conversation and enjoy yourself. He was a mongoloid.
The trouble was, people couldn’t see beyond that. If he didn’t look that
way it would have been different, but there he was locked into what the
other people thought he was. Now P.]. was really something else. I've
watched that guy and I can see in his eyes that he is aware. He knows
what'’s going on. He can only crawl and he doesn’t talk, but you don’t
know what'’s inside. When | was with him and I touched him, I know
that he knows.

“lt's a struggle. I'll tell you it's a constant struggle as long as I can
remember. You want your brain to function correctly and you try and try.
You're at war with your brain. You want your brain to function but you
have got to watch it. Like the other day in the cafeteria at work. I took a
coffee pot and began walking out of the dining room with it. I was just
walking without thinking. 1 looked down and there it was. I said to myself,
‘What the hell are you doing?’ and turned around and put it back. Your
mind has to keep struggling. You can’t give in to that mental-retardation
image. You strive to be extra careful. You struggle to be not what the image
of the retarded is. You can’t look the way they say you are if they call you
retarded. Some people can be real smart, but look and act the way a retarded
person is supposed to.

"Sometimes being handicapped has its advantages. You can go slower.
Living has always been a struggle to get from the bottom to the top—
trying to keep up with everybody. I could never get up. There are no short
cuts for me—only the hard way. The way | see it now is that the only
thing in life isn’t just getting up the pole.

"l think I've come a long way, but I've got a way to go. I've gotten to
the point where 1 can accept certain things. Once in a while I go out now
and I have a good time—I'll do different things. It's hard though. Like you
can’t go out and join clubs and things. A lot of ex-residents would like to
join the Y. That would be something that 1 could enjoy. 1 could go and
take a swim. I've had to adjust more to a point where I can just relax. I've
learned to relax in certain ways, but in others | haven’t. I'm still nervous.
There are fears for people coming from a place like Empire [State School].

”What | am basically trying to say is that for the majority of people, a
retarded person is someone to be stared at. You don’t want to be seen in
a public place. It hurts to watch those people being retarded. And don’t
talk to anyone unless you know who they are. It's rough and you can’t
take on the whole world. You try to make the best of your situation and

39

T

e

L

e

L
1

o s s iy oy SEAS

Ao

TS STy O

N

5,

L Teer e Wk

LY

1
o
¥

WD en,




1

A&

)

3

S
<t

& i

it 330 PR

30 Personal Perspectives

try to think that the world maybe is saying, ‘He doesn’t look all that
retarded.” There are people you just can't talk to. They are responsible if
they see it and then make fun of it. People are really ignorant. People
consider themselves normal and they put a stigma on people who aren’t.
They do it out of ignorance. I don’t expect people to understarad the whole
problem. T know that handicapped people are people. They feel and they
have a lot to give.

“It is very hard to go through life with a label. You have to fight con-
stantly. ‘Retarded’ is just a word. We have to separate individuals from
the word. We use words like ‘retarded’ because of habit—just like going
shopping every week and getting up in the morning. The word ‘retarded’
has to be there if you are going to have people help, but what the hell is :
the sense of calling someone retarded and not giving them anything?

“I don’t know. Maybe I used to be retarded. That’s what they say any-
way. I wish they could see me now. I wonder what they’d say if they could :
see me holding down a regular job and doing all kinds of things. [ bet they
wouldn’t believe it.”

'
[ o W 2 1 - 1 - U
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Pattie’s Story?

“At Empire State School, G Building was for real severely retarded older
women. They messed their pants and wet themselves. They would have
strings around their fingers and they would whirl the string and look at
it. Some of them had bald heads. They would send us over there when
we were punished. That was really a sad case when I went over there.
They would throw up after they ate and we had to clean it. That was our
punishment—cleaning those people in the shower wasn’t any fun, either,
because they would hit you and pull your hair and stuff.

“I don’t know how many times [ was sent to G Building. It was quite
frequently. The first time I was there I didn’t know too much about it.
I must have been 12 when I first went on to G. The other girls didn’t
tell me much. They wanted me to find out for myself, I guess. Once the
doctor said that { was going, they didn’t waste any time. They sent your N
papers along with you. The attendant took me down. They said, 'This
is Pattie. This is the one that is being punished. Don’t give her an easy
time. Make her work.” After the first time I was sent there, I started
watching other people being punished over there. We would walk through
that area when I had to go to church, and I would say ‘Hi’ to who was
there. Iwould ask how they were and how they were doing. They would

Excerpted from Bogdan and Tavlor (1982).
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be scrubbing floors and I would say, "You poor girl." I know because |
was there too. I would start crying when everybody went past me when
I was there.

“"When you were sent to G the only thing you were allcwed was what
was right there. We were there with the low grades. That's what they
calied them, 'low grades.’ It was another name for severely retarded people.
The attendants called tiwe.a that.

“The first thing they had me do when I first arrived was to clean out
the toilets. Then I had to shower some of the girls and dress ... 1. We
had to scrub the floors on our hands and knees.

"When I first arrived there and saw all the people, I thought, ‘Oh, no.
What am [ getting into now? What's zoing to happen?’ There are all these
people just sitting around and rocking back and forth and back and forth.
Some of them were pulling their hair and <ating it. One was in a strait-
jacket.

“Whenever we had medication they would line us up and they gave it
tc us down there too. They took us down to the cafeteria with them, and
part of the punishment was we had to eat thei. jround food. They groun {
your meat and everything. They piled the stuff right up too. That was
what they ate, so you had to, too. I got sick and tbrew up. It was awful,
it was nasty tasting stuff. They asked me what was wrong. I told them
that I didn’t like it. They told me that I had to eat it because I was being
punished. One time the attendant turned her back and I slopped the ground
meat into one of the low grade’s trays and told her to eat it. I thought that
was funny. She just gobbled it right down.

“"We had a lot of messers on that ward. Mostly they would do it in their
clothes and then we had to clean them. I hated to do that. We had to clean
the mess if they went on the floor. I hated it. Who wants to clean someone .
rear end at that age? I wouldn’t mind cleaning a baby’s behind, but not
them.

"I started treating them kind of mean because I felt if it wasn't for them
I'we "dn't be there cleaning them. I would throw them on the toilet. I
would say, ‘Sit there,” and when [ got them in the shower I would turn
the cold right on them. Sometimes they would start squealing and the
attendant would come running and ask what I was doing. I wouid say,
"Oh, nothing. She caught her toe in the drain.” I was mad. I said, ‘If it
wasn't for you I wouldn't be here doing this junk.’

"I didn’t think about them low grades being in the same institution as
me. | really didn't think about anything. I just knew I was there and I was
going to live there for a while. Maybe never get out. I thought I was going
to be there until [ was in my rocking chair Maybe die there—but it didn't
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The Story of August®

I first met August in March, 1979. He was living then at Craig “devel-
opmental center,” an institution for the so-called “'mentally retarded”’ in
Sonyea, New York. August had lived at Craig since 1941.

August was one of the most retarded people I had ever met. He couldn’t
speak, use the toilet, dress himself, or do much of anything. He also had
quite a few troubling behaviors. Staff at the institution variously described
him as “aggressive,” “regressive,” the “worst case,” and “the most severe
behavior problem.” He attacked others, resisted directions, and shunned
any form of social interaction.

We will probably never know August’s side of the story. But the insti-
tution’s side is well documented in volumes of case records, ward logs,
and professional evaluations maintained over the past 40 years.

Born in New York City in October, 1936, August's early years had :
been far from trouble free. Doctors suspected that he had suffered brain :
injury at birth and at 9 months of age he incurred a severe head injury
in a fall from his crib. In the fall of 1940, his 26-year-old mother was
killed as she attempted to rescue August from the path of an oncoming
truck. One year later, August, scarcely six now, found himself at what
was then Craig State School, hundreds of miles away from his New York
City home,

August’s first several months at the institution were rather uneventful,
at least from the institution’s perspective. An entry from the Ward Notes
on October 31, 1941, reads: “On waru in good condition. Gets : long well
with other boys.”

By mid-January of 1942, August was striking out at his pects on the
ward. “This fellow had been quite well behaved. Lately he attacked other
boys who do not fight back.” By 1948, he was digging his rectum and
smearing feces, and by 1949 he was continually ripping off his clothes.

Throughout the 1950s and ‘60s, August received a panoply of behavior
control drugs: “. . . he is constantly under heavy sedation.” At one time
or another, he received thorazine, trilafon, prolixin, haldol, quide, ritalin,
stelazine, serentil, dexedrine, mellaril, valium, chloryl hydrate, dalmane,
and more.

The drugs took their toll. By 1958, August began to experience “extra-
pyramidal disorders,” a drug-induced pseudo-Parkinson’s disease involv-
ing twitches, tremors, difficulty ambulating, and a loss of balance. To this
day, August walks with an unsteady gait.

4 » ' rs . ¥, M
La P o F w3, e,
AT (DR AT RO LY I o % SO ) 1

Vs gttt b, o G

b aelus

LA

*This is a revised version of an article (Taylor, 1984) onginally published in Institutions, Etc.

4

ia
Wit T e
AT TS oy U sk s Dy 1

[
23

3
B

‘
!
!
.
%';




An Individual’s Perspective 33

Yet the drugs did not control his behavior, reduce his aggression, or
eliminate his untidy personal habits. The doctors recognized this as early
as 1961. But as late as 1979, they continued to prescribe drugs such as
haldol, even though it seemed "to be ineffective as far as controlling ex-
treme aggressive behavior.”

August spent the ‘50s and ‘60s in restraint: . . . has to be in camisole
most of the time . . .”" ", . . Occasionally, patient has days and short periods
of time out of restraint.”

By the early 1970s, August had lost weight, looked "‘emaciated and run
down,” had become dull and lethargic,” and had begun “falling fre-
quently.” He still occasionally assaulted his fellow inmates and staff.

They extracted August’s teeth around this time. And he lost one ear to
the surgeon’s knife. His ear was injured somehow and he just kept picking
at it. The records do not say much more about this. What is it about
institutions that we can find out more about a man’s bowe! nabits than
how he lost his ear?

Sometime around the spring of 1972, August started living in a shower
room on his ward. The records do not say a lot about this either. Three
months worth of ward notes for this period are missing completely.

August spent the next seven years of his life in that shower room. Staff
members said they did all they could to coax him out of there. His program
plans for the period contain a goal of keeping August out of the shower
room.

One staff member recalls that during the three years he worked on the
ward, August was locked in the room by the staff. Tears came to this large
man’s eyes as he described how August did not see the light of day for
several long years.

The day I first met August was his second day out of the shower room.
August lay on the floor, grunting and groaning, with an agonized look on
his face. He did not seem too interested in having visitors—no greeting,
no eye contact. no sign of recognition.

As aresult of a law suit, August was moved out of the institution. The
last time [ saw him he was living in a house with six other people. The
house was located not far from Craig and formerly was the groundkeeper’s
residence. It was not part of the community, but 1t was not the institution
either.

August spent his days at a Medicaid-funded “day treatment center.”
He sat at a table sorting blue .ad yellow pieces of paper, putting pegs in
a pegboard. For doing thi+ uay in and day out, August got oyster crackers
and some kind words.

August was a changed man. I knew this when he reached out his hand
to shake mine.
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August had developed some skills and never caused any trouble. He
was toilet trained, ate with a fork and spoon, and not only kept his clothes
on, but dressed himself.

Perhaps tne biggest change in August was his sociability. He never used
to smile at anyone else. Now he thrived on human contact. This wild man,
this aggressive and then asocial individual, spent the better part of an hour
holding my hand, patting me on the back, and taking my hand ard stroking
the side of nis head with it. The supervisor of August’s home said that
everyone liked working with August. As she described him, ”. . . he’s
loving, kind, and gentle.”

THE INDIVIDUAL'S PERSPECTIVE

What does quality of life mean for people with mental retardation, people
like Ed, Pattie, and August, or for anyone for that matter? While there are
many ways to define and study QOL, the positic~ taken here is that QOL
must be studied from the perspective of the individual. The following are
propositions to guide inquiries into the QOL of people with mental retar-
dation.

1. QOL Must Be Understood in Terms of People’s Subjective
Experience

QOL is a matter of subjective experience. That is to say, the concept has
no meaning apart from what a person feels and experiences. It is a question
of how people view or what they feel about their lives and situations and
not what others attribute to them. While we might make assumptions about
Ed’s, Pattie’s, aind August’s quality of life based on where they lived, what
is important is how they experienced their lives.

QOL refers to one’s satisfaction with one’s lot in life, an inner sense of
contentment or fulfillment with one’s experience in the world. As a sub-
jective experience or feeling, QOL may or may not be something that people
think about. It is probably only during the highs and lows in life that
anyone devotes much thought to QOL. In fact, most people would not
use the phrase “quality of life” to describe their feeiings about their exis-
tence.

Factors external to individuals can and do influence their QOL (O'Brien,
1987). One can assume that the abusive and dehumanizing conditions
described and depicted so vividly in Blatt’s institutional exposés (Blatt &
Kaplan, 1974; Blatt et al., 1980) produced a miserable QOL for the people
confined to those institutions. Pattie’s story certainly confirms this. Simi-
larly, one can reasonably assume that caring and loving families create a
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high QOL for their members. Yet factors influencing one’s feelings and
subjective experience should not be confused with those feelings and sub-
jective experience themselves.

2. QOL May Be Experienced Differently by Different People

As a corollary to the first proposition, people may experience the same
circumstances differently. What enhances one person’s QOL may detract
from another’s. While there may be some circumstances that produce a
nearly universal response in human beings—for example, the treatment
accorded August—QOL cannot be determined solely through an exami-
nation of the conditions of one’s existence.

Considerations of the QOL of another person are likely to be charac-
terized by ethnocentrism or chauvinism. The stereotype of the European
explorer appalled at the "savagery” of the American Indian provides the
clearest illustration of this tendency. Even within cultures, it is common
for one class or race to question the folkways and hence the QOL of another.
For example, the upper class denigrates the lifestyle and tastes of the
working class. Yet who is to say that theatre, literature, and opera create
a higher QOL than television and sports?

This is not to suggest that one should not draw on one’s own experiences
and feelings to understand another person’s. In looking at the QOL of
another person, it is useful to ask oneseif, "How would I feel if I were in
that position?” This question can provide a useful starting point for in-
quiries into QOL. For example, in reading August's story, we must ask
ourseives what it would feel like to be restrained for years and to be
subjected to constant sedation. In order to understand another person’s
subjective experience, one must be able to emphathize with that person
without substituting one’s own values, beliefs, and interpretations for those
of the other.

3. The Study of the QOL for People Labelled “Mentally
Retarded’”’ Requires that the Label Be Set Aside

The label of mental retardation imposes a barrier to understanding peo-
ple on their own terms. When a person is labelled “mentally retaided,”
others are less inclined to take his or her perspective seriously. Burton Blatt
used to tell a story about a resident of one of the institutions he and Fred
Kaplan visited for their photographic exposé of institutions (Blatt & Kaplan,
1974). While Kaplan attempted to take pictures secretly with a camera
attached to his belt and hidden by his sports jacket, this resident pointed
out the camera to the administrator who was escorting Blatt and Kaplan.
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The administrator laughed and dismissed the resident, saying, “Boy, these
retardates can really have an imagination!” (quoted in Bogdan & Taylor,
1982).

Mental retardation is a social construct and metaphor that exists in the
minds of people who use it to describe the intellectual states of other people.
As Braginsky and Braginsky (1971) wrote:

The term mental retardation is simply a metaphor chosen to connote
certain assumed qualities of putative, invisible mental processes. More
specifically, it is inferred that it appears as if retarded mental processes
underlie particular behaviors. Or, we infer that behavior appears as if
it were retarded. (p. 15)

To characterize mental retardation as a social construct is not to deny
cifferences among people according to intellectual ability or at least certain
dimensions of what is referred to as intelligence. It is to suggest that the
nature and significance of these differences depend onhow they are viewed
and interpreted. Just as the existence of people who disturbed or upset
others in the Middle Ages does not prove the existence of witches (Szasz,
1970), the existence of people who seem intellectually deficient does not
prove the existence of mental retardation.

Labels like mental retardation affect how people are viewed by others.
When people are defined as mentally retarded, this does not engender a
closeness or empathy with them. To the contrary, the label provides a filter
through which to interpret what they say and do. It becomes easy to dismiss
their perspectives, feelings, and experiences as symptomatic of an under-
lying pathological state. In August’s case, for example, staff nterpreted
his behavior in terms of profound mental retardation, rather than trying
to find out what ke was feeling. Whatever utility the label mental retar-
dation may have for administrative or programmatic purposes, it can stand
in the way of understanding people on their own terms and studying QOL
as they experience it.

If, as suggested above, QOL has to do with people’s subjective expe-
rience, then anything that interfeces with grasping that experience must
be put aside. The study of the QOL of people defined as mentally retarded
requires that we suspend or bracket assumptions and beliefs about mental
retardation.

4. An Inquiry into the QOL of People with Mental Retaidation
Requires Looking at the World from Their Perspective

Because QOL is something that i2s subjectively experienced by the in-
dividual, the individual’s perspective or point of view must be the primary
focus of any study of QOL. In order to study QOL we must strive for what
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Max Weber (1968) called verstehen, understanding on a personal level. That
is, we must attenpt to create in our minds their feelings and experiences.

Citing +»..1am James, Bruyn (1966) made the distinction between know!-
edge of people and knowledge about people: “Knowledge of people is personal
and social, whereas knowledge about people is intellectual and theoretical”
(p. 34). It is important to know about people with mental retardation and
their situations, where they live, how they spend their time, how others
treat them, what opportunities they have. All of these things can impact
on their QOL. However, studying these aspects of their lives is not the
same as studying their QOL. To study their QOL requires a knowledge of
them; in other words, knowing how they feel about and view their cir-
cumstances.

5. The Study of the QOL and Hence Subjective Experience of
Some People May Pose a Methodological Challenge

It is eusier to study people’s life circumstances than how they feel about
them. Knowing what another person means and feels is always problematic
(Douglas, 1976). Even seemingly objective words that people use to de-
scribe their experiences can have different meanings. Deutscher (1973), in
a book on the discrepancy between what people say, especially in attitude
surveys, and what they do, wrote:

When an American truck driver complains to the waitress at the diner
about his “"warm” beer and “'cold”’ soup, the "warm” liquid may have
a temperature of 50, while the “cold” one is 75 . . . The standard for
the same objects may well vary from culture to culture, from nation to
nation, from region to region and, for that matter, within any given
social unit—between classes, age groups, sexes, or what have you;
what is “cold” soup for an adult may be too "hot”” to give a child.
(p. 191)

For people with mental retardation, the study of their perspectives ind
subjective experience may be especially complex. First of all, it may be
difficult to interpret interview data. As indicated by Sigelman, Schoenrock,
Winer, Spanhel, Hromas, Martin, Budd, and Bensberg (1981), obtaining
valid and reliable data from interviews with people who have develop-
mental disabilities may be a challenging task. They report that acquies-
cence, saying what they think the interviewer wants to hear, is a significant
problem. During o-'r interviews with Ed, we often had to ask him the same
question several times in different ways to find out what he really thought.
In short, one cannot ask a person with mental retardation, or perhaps
anyone for that matter, “How do you view your quality of life?”” and expect
to receive a meaningful answer.

Second, many people with mental retardation cannot talk or use words
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to communicate their feelings. August provides an example. Because their
inner states or perspectives are not readily accessible, it has often been
assumed that they have no inner states, that is, that they do not have
subjective experience.

Whether or not people with severe disabilities who cannot speak ex-
perience the world as other people do is probably unprovable. However,
it is just as reasonable to assume that they have subjective experience as
to assume that they do not. Family members and others involved in close
relationships with people with severe disabilities often state that they can
recognize signs of thinking and feeling in their severely disabled loved
ones (Bogdan & Taylor, 1989; Goode, 1980a). They can often talk at length
about what severely disabled persons think, like, feel, and so on, based
on an interpretation of subtle gestures or signs that may not even be
apparent to an outsider.

To understand the subjective experience of people with mental retas-
dation, including those with the most severe disabilities, is a methodolog-
ical problem and challenge. The issue is not whether people have subjective
experience, but how we can learn about that experience.

6. Studying QOL Requires an Indepth Knowledge of People and
their Perspectives

People who know each other well know how to interpret each other’s
words and acts. For example, spouses usually know when “yes” means
“no” and “no” means “yes.*’

Because it may be difficult to learn about the subjective experience of
people with mental retardation, the study of their QOL calls for knowing
them well enough to make reasonable inferences about what they feel and
how they experience their lives. This may entail repeated open-ended
interviews over a period of time, as well as other procedures designed to
enter into their worlds. We interviewed Ed for a total of approximately 50
hours and Pattie for approximately 25 hours.

August could not tell his own story. Yet to say that August could not
talk is not the same > saying that he could not communicate. While in-
ferences about the subjective experience of someone who cannot speak or
use language must be viewed as tentative, August’s behavior seemed to
say a lot about how he felt and, hence, his QOL.

In a study of a deaf-blind young girl with mental retardation, Goode
(1980b) described how he used various techniques to understand and relate
to her on her own terms. According to Goode, many of the young girl’s
behaviors that seemed meaningless at first inspection became understand-
able and rational when viewed from her perspective.
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7. Definitions and Conceptions of QOL Must Respect People’s
Subjective Experience

Because QOL is only meaningful in terms of people’s subjective expe-
rience, any definition or conception of QOL must be broad enough to
encompass the range of people’s subjective experience. No single instru-
ment is likely to capture QOL as actually experienced by people. To attempt
to define QOL too narrowly may be to distort its meaning.

It is perhaps most meaningful to think of QOL as a sensitizing co.:cept.
Blumer (1969), a sociologist, made the distinction between sensitizing con-
cepts and definitive concepts:

I think that thoughtful study shows conclusively that the concepts of
our discipline are fundamentally sensitizing instruments. Hence, I call
them “seasitizing concepts” and put them in contrast with definitive
concepts . . . A definitive concept refers precisely to what is common
in a class of objects, by the aid of a clear definition in terms of attributes
or fixed bench marks. This definition, or the bench marks, serve as a
means of clearly identifying the individual instance of the class and the
make-up of that instance that is covered by the concept. A sensitizing
concept lacks the specification of attributes or bench marks and con-
sequently it does not enable the user to move directly to the instance
and its relevant content. Instead, it gives the user a general sense of
reference and guidance in approaching empirical instances. Whereas
definitive concepts provide prescriptions of what to see, sensitizing
concepts merely suggest directions along which to look. (pp. 147-148)

Thus, as a concept, QOL sensitizes us to look at how people with mental
retardation experience and feel about their lives and situations.

CONCLUSION

By ustening closely to people’s stories and attempting to understand
how they experivnce the world, we learn what QOL means in human
terms. Ed speaks about his struggle “not to give in to that mental retar-
dation image.”’ Pattie recalls childhood memories filled with misery on the
back ward of an institution. August seems to tell us about his QOL through
his actions, first his aggressiveness, then his self-isolation, and finally, his
kind and gentle way. It is seldom, if ever, easy to understand what any
person feels and experiences. But without an understanding of how people
with mental retardation view and experience their lives, quality of life
becomes at best a hollow concept and at worst a justification for treating
them in ways that we ourselves would not like to be treated.
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Thinking About and Discussing

Quality of Life

David A. Goode

College of Staten Island
City University of New York

Quality of life (QOL) is a phrase that has achieved national and inter-
national notoriety. In America in the 1980s it is a term whose appeal is
general, and it has become part of our common lexicon. Further, this
growth of interest in QOL is not tinique to the United States; indeed, there
is particular interest, both national and international, in QOL for persons
with disabilities. Expressions of this concern can be found in both western
and eastern societies and are growing. While some reasons why this may
be the case will be suggested at the end of this chapter, it is important to
bear in mind that the historical and social forces that led to the current
concern with quality of life, including the work described below, are very
large and powerful forces. As the reader is led through the complexities
of a national project attempting to explore and define QOL for persons
with disabilities, it is critical to consider broad frames of explanation for
the current interest in QOL. Cuestions to bear in mind while reading this
chapter are “why are people thinking about QOL in this way now?” and
““how is it that a project such as that described would come to be in America
in 19872"

The chapter has five parts: an overview of the National Quality of Life
for Persons with Disabilities Project; a description of the research used in
this project’s approach; overviews of two sets of procedures used in the
project for group discussion of QOL issues; and a consideration of the
future of QOL policy development in the field of disabilities.

THE QUALITY OF LIFE FOR PERSONS WITH
DISABILITIES PROJECT

Responding to an increased interest in QOL within the field of disabil-
ities, the Administration on Developmental Disabilities gave a grant to the
Mental Retardation Institute to examine the potential of QOL as a social
policy concept for persons with disabilities and their families. The purposes
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42 Personal Perspectives

of the QUL Project were to develop a framework in which to discuss QOL
that was consistent with what was known in the research literature; to
assess the potential for such a framework to produce consensus about QOL
issues and serve as the groundwoik for QOL indicators; to enhance the
input of persons with disabilities into all aspects of decisionmaking re-
garding the development of QOL as a social concept; and to formulate a
comprehensive set of recommendations about enhancing the QOL for per-
sons with disabilities and their families.

The project began with a review and synthesis of the QOL literature
(Goode, 1988a; Kuehn, Goode, & Powers, 1987) that was shared with 10
persons, including professionals and people with physical and cognitive
disabilities. With their input, a discussion framework for QOL issues was
designed and field tested. This framework was then utilized by a group
of 40 people, including persons with disabilities, relatives of persons with
disabilities, professionals in the disabilities field, advocates, and others who
met in Leesburg, Virginia, in September, 1987. The purpose of this group
was to explore the ability of the framework to define QOL issues across
the lifespan. The approach and some results of the Leesburg Group will
be described below (see also Goode, 1988b). Based upon the success of the
Leesburg meetings in achieving agreement about an approach to QOL, a
National Conference on Quality of Life for Persons with Disabilities was
conducted. The goal of the National Conference was to get further input
from the same constituencies about major QOL issues and recommenda-
tions to address them. The procedures and results of the National Con-
ference wiil also be discussed below (see also Goode, 1988¢).

SYNTHESIS OF LITERATURE AND FRAMEWORK OF
THE LEESBURG GROUP

The review and synthesis of the research on QOL (see Goode, 1988a)
was a major undertaking. This review took as an assumption and orien-
tation that the 50-ycar history of QOL research would have produced many
approaches to the ‘npic, but that we were interested in an approach that
was client centered; that is, QOL as seen from the viewpoint of the indi-
vidual.

A synthesis of the literature entailed many decisions about what vari-
ables and relationships to stress. These choices were guided by (a) a desire
to remain faithful to empirical findings and to formulate a QOL model that
contained as many critical elements as were consistent with these findings;
(b) the current state of knowledge of social research and policy in the field
of disabilities; (c) current philosophies of providing supports to persons
with disabilities and particularly those emphasizing the choices made by
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persons with disabilities; and (d) our own experiences with persons with
disabilities.

The following model (Figure 6.1) was formulated as a result of the review
of literature. The model is a nonlinear, process model that is client centered.
It is meant to suggest relationships between both subjective and objective
variables (circles and squares respectively) rather than a pattern of caus-
ation. The circles are the core of the model, representing the individual’s
perception of his own needs and capabilities and his perception of the
resources and demands within the environment.

The subjective core of the model emphasizes the relationships among
needs, capabilities, demands, and resources. The model suggests that a
misfit in the inaividual’s perception of personal needs and environmental/
social resources, and between environmental demands and personal ca-
pabilities, will influence the individual’s satisfaction in specific life settings
and thereby affect the person’s overall assessment of QOL. The model also
shows that degree of life satisfaction and perceived QOL also have a direct
effect upon the individual’s behavior, implying a circularity between sub-
jective and behavioral/objective factors.

The objective variables in the model are factors directly observable to
an outsider. One set of variables is called life events, by which is meant
economic, political, educational, cultural, familial, or natural events out-
sided the direct control of the individual. The objective individual refers to
biopsychosocial attributes of the individual such a< health, mental health,
and socioeconomic status. The objective environment represents the specific
life setting, including physical and social properties and elements of the
setting. Individual vutcome behaviors represent the actual behaviors of indi-
viduals with disabilities in settings. These outcome behaviors, when sat-
1. ctory both to individuals with a disability and to significant others in
the setting, are conducive to experiencing a higher QOL. There are various
direct and indirect relationships between objective variables and between
objective and subjective variables that, while interesting, cannot be com-
mented upon in this context (see Goode, 1988a).

Enmronment is taken to mean the immediate macrosystem surrounding
the individual as described by Goode (1987) and shownin Figure 6.2. Figure
6.2 shows that in each major life setting there exists a set of relationships
between the individual, those who surround him, and available resources
that constitute QOL f{or that person. This conceptual approach to QOL we's
taken from Powers and Goode (1986), who argued that QOL is specific to
the kind of setting being discussed. The “Quality Principle,” as formulatec.
by Powers and Goode, asserts that QOL is primarily a product of rela-
tionships between people in each life setting, that these relationships com-
pose a Quality-Set (Q-Set), and that they may be expressed axiomatically
through statements such as ’the quality of life of a person with a disability
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living at home will vaiy directly and significantly with the quality of family
life experienced by family members.”

The essential point made in the approach reflected in Figure 6.2 is that
QOL is something experienced in particular settings and is highly respon-
sive to the social relationships the individual with disabilities has in those
settings. It was in this way that the factors and relationships named in
Figure 6.1 were seen to function from a clienc-centered perspective. The
dimensions and relationships named in Figure 6.1 were specific to settings
and critical to the social relationships in those settings. The discussion
framework that was employed by the Leesburg group was based upon this
understanding. .

In summary, the comprehensive model was chent centered, social, in-
cluded many of the variables and relationships known to the QOL litera-
ture, and emphasized the “goodness of fit” between client’s perceptions
of environmental resources and personal needs and between environmen-
tal demands and personal capabilities.

PROCESS AND RESULTS OF THE VIRGINIA
WORK GROUPS

The discussion framework used in Virginia involved a matiix empha-
sizing the following five essentual QOL factors. the needs of the person
with disabilities, the expectations others have for them (phrased in legis-
lative language taken from the Developmental Disabilities Act), the out-
come behaviors that satisfy both needs and expect.. .ons, the resources
needed by the person with the disability to meet demands, and the re-
sources needed by other actors in the setting to enable the person with a
disablity to meet demands and achieve desired behavioral outcomes. These
factors were among those selected from the research model and were judged
on a variety of bases to be critical to contemporary d* cussions of QOL for
persons with disabilities. Their relationship is graph ily displayed in Fig-
ure 6.3. These relationships, as perceived by the person with disabilities,
constitute the essential part of the QOL framework employed 1n discus-
sions This framework argues that when an indivadual, with or wnthout disa-
bulities, 15 able to meet nuportant needs m major ife settings (work, school, home,
comm: uty) while also satisfying the normative expectations that others hold for i
or her i those settings, he or she is more likely to experience a high QOL. The
framework made groups identify major needs in important life settings
and expectations associated with those needs. It then asked the group to
resolve individual needs with social expectations. To use an example that
will appear below, if an adult has a need for friendship at work, what are
the expectations that are associated with being a friend at work? Can one

ol




- SOCIAL GOALS
EXPECTATIONS
(INDEPENDENCE, INTEGRATION
PRODUCTIVITY)

3. BEHAVIOR
OUTCOMES

(QOL INDICATORS)

1. CLIENT 4. CLIENT
NEEDS RESOURCES

FIGURE 6.2. Quality of Life Discussion Framework




48

Personal Perspectives

specify what the skills/lbehaviors are that are required to be successful at
workplace friendships? If this were possible to do, one could then ask,
what are the resources that a person with disability would need to achieve
the desired skills/behaviors, and the related question, what do others around
the person with a disability need to know in order to help them achieve
the desired behaviors.

The groups were asked to use this way of thinking about QOL in filling
out QOL matrices for specific settings. To complete the matrix, the group
first defined the discussion in terms of stages in a person’s lifecycle. Then
a specific setting was identified, as were other significant actors present in
the setting with the person with a disability. Thus, the discussions of quality
of life were age graded, setting specific, and socially specific. An example,
shown in Figure 6.4 and Table 6.1, from a group who replicated procedures
with good fidelity, gives a sense of how the framework led group members
to think about QOL. The example examines QOL in integrated work set-
tings. The most critical needs were seen as acceptance, personal growth,
health, financial security, and stability, while possessions and friendships
were of moderate importance. The group filled in the boxes of the matrix
(i.e., the behavioral outcomes required to meet need and social expecta-
tions) for all needs except those of low salience. Selecting friendship as an
example, the group specified that a person with a disability should be able
to choose to be friendly with people and relate to them, participate in
groups during breaks and lunch, initiate friendships, and have the ability
to socialize with others. The group then went on to consider the resources
required by the person with disability to achieve these friendship-at-work
related outcomes, the resources required by significant others in the setting
in order to facilitate the persor: with a handicap to achieve the outcomes,
and the environmental issues posed. These results appear in Table 6.1.

One thing cvident in the matrix and table is that even this initial treat-
ment of the issues around quality of hfe at work for adults with disabilities
produced detailed and rich descriptions. One implication that can be drawn
from the client resources and actor resources columns in Table 6.1 is that
the current tramning and curricula for persons with disabilities, and for
persons who serve them, would have to be radically changed in order to
accommodate the information and skills required to support friendship
making and maintenance. These columns represent an initial attempt at
specifying what skills persons with disabilities and their co-workers must
have in order for persons with disabilities to find and keep friends in the
work place.

These two examples can only give the reader a flavor of the framework
and how groups worked with it. The full report of each group d.cplays
much more of an individual character and shows the extensiveness of each
group’s effort The process was generally considered to be highly suc-
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Table 6.1 Friendship At Work

GROUP: Adult
SETTING: Integrated work
NEED: Friendship

Client Resources

Actor Resources

Environmental Issues

Self-esteem

Discrzmination skills

Social skills

ldeas and/or expenences
to share

Desire for friends

Be supported in taking a
chance or risk

Knowledge of where to
find fnends

Ability to use available
transportation, meet
friends

Communication shills

To be able to dress as an
ad ult

Skills & somal skills
training
Socal learning theory

Role-playing strategies

Feedback
Opportunities in different
environments

Teaching
Motivation

Encouragement and
support in risktaking

Assistance in accessing
places

Information, 1nst-uction,
supervision

Developing augmentative
communication systems

Not allowing people with DD to
access bars, health clubs.
leisure center=, dating
systems, work settings

Accessible settings, e.g ,
churches

Negative attitudes of individuals
in soaal areas

Opportunities for social
experences, e.g., in
neighborhood

Inadequate transportation

Money

Overprotective behaviors

Noter

cative/expressive, social, safety

Across all behaviors the following chent skills are needed, transportation; commun;-

cessful, having deronstrated consensus around QOL issues in all of the

groups.
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AGE GROUP: Adult

SETTING: Integrated Work Setting

OTHER PRIMARY ACTORS: Supervisor, Co-Workers

NEED

NEED
SALIENCE’

SOCIAL GOALS AND EXPECTATIONS

Independence (Decision-
Making)

Integration (Participation)

Productivity (Responsibility)

HoM_LX

ACCEPTANCE

HXM_ L~

choose a work environment
in which you will be able to
relate favorably to others

optional work ervironments
& opportunity to accept or
reject

recognize your supervisor’s
position & authority; accept
cultural & behavioral differ-
ences among co-workers

SEXUALITY

H_M_LX

FRIENDSHIP

H_MXL._.

choose people to be friendly
with and relate to

access to informal groups
dunng breaks and tunch

initiate inter-relationsnips &
talk or sociahize with other
people

PERSONAL GROWTH

HXM. L~

choose to work in an envi-
ronment that gives opportu-
nity for advancement

available options to move
ahead

finish options for training;
seek out & develop knowl-
edge & skills to move up the
ladder

HEALTH

HXM_L_

choose a safe environment to
work within

seek out safe working condi-
tions; sit with non-smokers

maintain your own health,
safe working conditions; re-
port unsafe working condi-
tions

POSSESSIONS

H_MXL_

be able t¢ choose your own
supphes and equipment;
work space

opportunity to provide & re-
ceive feedback regarding
supplies, equupment & work
space

.

accept the parameters of the
organization & maintain
equipment & supplies

O
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FIGURE 6.4. Example of Completed Needs/Goals Matrix
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choose a job with wages &
benefits you need to do what

opportunity for jobs with op-
timum wage scales & bene-
fits & the potential for

seek jobs that give wage and

FINANCIAL SECURITY | HXM_L. you want to do increases benefits

choose a job with long-term be an efficient, prociuctive
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THE NATIONAL QOL CONFERENCE FOR PERSONS
WITH DISABILITIES

The next stage of the QOL Project was to build upon experience in
Virginia and fu.mulate a national agenda for enhancing QOL for persons
with disabilities. This involved a larger conference in which a similar con-
stituency to that of the Virginia groups could define critical QOL issues
and formulate recommendations. Some 120 persons, one-quarter of whom
were persons with disabilities and/or relatives, assembled at the National
Conference in Washington in April, 1988. These persons participated in a
series of workshops that were designed to identify critical QOL issues and
to formulate recommendations about them.

Workshops were divided into the following topic areas: community life,
work life, family life, research, program planning, program evaluation,
QOL of young children, QOL of school-age children, QOL of adults, and
QOL of the aged. In each workshop, a facilitator (often a professional who
had been involved in the Virginia meeting) and a reactor (sometimes a
person with a disability) presented material related to the workshop topic
to participants. Their remarks included a brief, one-page summary of the
findings of the Virginia work groups provided to them by the project. In
addition, the facilitator and the reactor presented information that assessed
the current state of practice in the area under consideration. Participants
discussed these remarks before breaking up into smaller groups that were
intended to identify related critical QOL issues and formulate recommen-
dations. Critical issues were identified by open discussion and listing of
issues, group ranking of issues in order of their importance, selecting the
two most important, and then considering recommendations to address
the issues. Workshop facilitators and reactois then worked with each other
to provide an overall workshop report that included didactic remarks and
issues/recommendations (see Goode, 1988c, for detailed reports).

A look at synopses of the content in two group reports—program eval-
uation and school-age children—provides but a flavor of the work of these
groups.

Evaluation Work Group

Several critical issues were iclentified. The first was the definition and
measurement of QOL. The workgroup felt that alternative methods to
define QOL had to be examined and that further studies involving persons
with disabilities defining QOL factors and outcomes had to occur. The
actual process of evaluating QOL was seen as multidimensional. The pro-
cess should be based upon consumer-defined outcomes and involve con-
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sumers in directly assessing services. General QOL indicators and ones
more specific to individuals must be incorporated into this process. The
use of evaluation data was also a critical issue. Results of QOL evaluation
should be used proactively, not punitively. Staff would receive support
and training to achieve QOL outcomes. It was :ommended that payment
for services provide incentives for performance that enhances QOL, to
ensure that evaluation will be taken senously by providers.

School-Age Children

The 1ssue of participation of children and parents in educational, me *
ical, and therapeutic decisions was seen as central. The group noted that
active engagement of pareats and children in decisionmaking in schools
has not been fully reahized. They felt that there shouid be a greater emphasis
on policies on the national level that promote full partnership and collab-
oration in decisionmaking. They also described a iack of definition in
decisionmaking roles for children and parents, especially in medical and
therapeutic contexts. Policies clarifying child and parent rights in these
situations must be formulated so that professionals can form partnerships
with parents during decisionmaking. A major QOL issue was the need to
reorient the current assessment procedures that are professionally con-
trolled and deficit oriented. Educational self-sssessment protocols oriented
around QOL outcomes were suggested. A final critical issue was the need
to define the place of nsktaking in special education. Most educators agree
that risktaking 1s cruaial in the educational process. Special education cur-
ricula should actively and systematically address independence and inte-
gration as goals. Special education must deal with this issue, foster
independent decisionmaking, and address the students’ present and future
concerns about QOL.

The activities of the QOL Project produced so many ideas related to
QOL that it is only possible here to descrnibe the kinds of information
available an< their character. A final indication of the viewpoint developed
by the QOL Pruject can be seenin aset of QOL Principles that were distilled
from all of the Project data and activities. These are presented in Table 6.2.

THE FUTURE OF QOL IN THE FIELD OF
DEVELOPMENTAL DISABILITIES

This section briefly descnbes two state-level projects on QOL for persons
with disabilit.es, QOL u» an international issue in disabihties, and the future
of QOL as a disability issue.
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Table 6.2 QOL Principles

1 QOL for persons with disabilties 15 made up of the same factors and relationships that
have been shown to be important to persons without disabilites.

2 QOL is expenenced when a person’s basic needs are met and when he or she has the
opportunity to pursue and achieve goals in major hfe settings.

3 The meantng of QOL in m. jor life settings can be consensually vahdated by a wide array
of persons representing the viewpoints of persons with disabilities, their famihes, profes-
sionals, service providers, advocates, and others.

4 The QOL of an individual 1s intrinsically related to the QOL of other persons in her or his
environment.

5 QOL of a person reflects the cultural hentage of the person and of those that surround
him or her

6 The development of measurement and assessment procedures that are based upon the
concept of QOL 1s important in the development of resources and supports for persons
with disabilities and their families.

7 QOL is a construct best assessed through primary consideration of subjective factors as
determined by individuals with disabilities and their famihes, as well as through a con-
sideration of social factors as determined through soctal vahdation.

8 QOL enhancement 1s made up of activities that emphasize the strengths and capabilities
of persons with disabihties and their families.

9 The concept of QOL 1s important to examine as the basis for social policy 1n our country
generally, as well as for its speafic application to socal policy for persons with disabihities

Setting QOL Enhancement Agendas on the State Level

At the time of this writing, two state-wide QOL for persons with dis-
abilities projects are being conducted in New York and California. The
general purpose of both projects is to obtain input from persons with
disabilities and their families about issues related to their QOL. The Cal-
ifornia project, funded by the Administration on Developmental Disabili-
ties, is specifically designed to build upon the approach taken by the National
QOL Project and to conduct focus groupsaround the state further exploring
and defining issues. The ultimate goal of the California project is to con-
struct a statewide QOI Enhancement Agenda for persons with disabilities
and their {amilies that is consistent with federal policy and reflects the
input of people with disabilities and their families. The project is being
conducted by the World Institute on Disabilities, an organization run by
persons with disabilities, and will involve direct input from more than 300
persons with disabilities and relatives.

The purpose of the New York project is similar, with the exception that
it is being conducted by the New York State Developmental Disabilities
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Planning Council with 1ts own funds. The relationship between this project
and the findings and procedures of the National QOL Project is less clear.
While the Project Coordinator of the National QOL Project serves as con-
sultant to both state projects, as of this writing the specific direction that
New York will take in collection of QOL data has not been determined.

What is important about both projects is that they will amass data about
QOL issues on a large scale—perhaps as many as 600-700 people with
disabilities will have had the opportunity to participate in a group process
that will make their opinions and concerns known. This activity will have
multiple results including increased networking in the disability commu-
nity aroun1 QOL issues, increased awareness of QOL as a social policy
concept by persons with disabilities and their families, a document that
describes a QOL Enhancement Agenda for each state; a statement of critical
issues and recommendations to address them based upon the input of
people with disabilities, a more concise definition of QOL issues in major
hfe settings, and the development of self-advocacy skills for participants
in the groups. The actwvities in these two projects may well serve as models
for future products in other states.

International Research Policy in QOL

At the most recent meeting of the International Association for the Sci-
entific Study of Mental Deficiency, held in Dublin, Ireland, in August,
1988, there were no less than four sessions devoted exclusively to QOL
research and policy. In Europe and elsewhere, there has been active QOL
research for many years in disabilities and other fields. The degree of
activity internationally however is somewhat shocking, even to a person
with some familiarity 1n the area. QOL for persons with disatilities is of
interest to cultures all over the world.

Perhaps even more surprising was the content of the discussion about
QOL policy and research findings. Most of the speakers were not aware
of one another’s work and yet the agreement about matters of definition
and about research findings was uncanny! It was clear that multiple, in-
dependent discoveries of the same phenomena were occurring, and that
to some degree these phenomena did not seem to vary in their general
features beiween cultures. For a researcher with a background in anthro-
pology and a healthy skepticism about cultural universals, many of the
presentations were unsetthng in their similanties. A more comprehensive
analysis of international QOL studies must be undertaken to examine the
degree to which this impression is empirically true. Should these parallels
prove valid and continue tu develop, there will follow immense implica-
tions for disability policy and research. It may be possible to think about
an International Disability Policy that would be linked to policy-generating
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activities such as described above. International research databases founded
upon the same assumptions and procedures may also begin to make sense.

On thz Future of QOL for Persons with Disabilities

When beginning the examination of QOL as a basis for disability policy,
there was some trepidation. Some felt that the project was too risky and
the concept too subjective to be a social policy term of value. Over the past
several years, this frame of reference has changed considerably. The Gues-
tion “can QOL serve as the basis for disability policy in America?” is now
"how can we construct disability policy based upon QOL?” People involved
in the project noted that the logic of QOL is not disability specific and even
asked why QOL should not serve as the basis for social policy in the United
States generally. This thinking is far from the exploratory and tentative
beginnings of the National QOL Project.

QOL as a policy concept may become a permanent fixture in the field
of disabilities and certainly will become more influential on policy, training,
research, and evaluation. Judging from the National Project, it ' +ill likely
be a concept embraced by people with all kinds of degrees of disabilities,
their relatives, advocates, professionals, providers, and regulators. One of
the strengths of the concept :- its ability to collect issues from varying
perspectives. This is at least true in the experience of persons involved n
the QOL Project.

Since becoming involved in QOL research and policy several years ago,
the author has had numerous occasions to consider the timeliness »f this
concept. Why QOL now? The answer may be that QOL constitutes a
generic frame of reference for understanding human activities, 1t is essen-
tially, and potently, egalitarian and democratic. QOL discussions produced
powerful reactions in workshop participants during the National QOL
Project, requiring persons without disabilities to think about people with
disabilities in the same way they thought about themselve.. QOL repre-
sents the growth of ideology, language, and helping forms that recogruze
the rigais and abilities of persons with disabilities. It has grown out of
other historical developments that were similarly motivated and 1s linked
to and partially a result of them. Examples of these include normalization,
deinstitutionalization, community integration, and education in the least
restrictive setting.

Thus the current concern for QOL 1n the disability field 1s anchored in
the efforts of societies to think about and include people with disabilities
as ordinary citizens with the same rights and responsibilities as other cit-
izens. These efforts historically grow from international activities and exist
at this time in many countnies around the world. In this sense QOL may
be the international disability issue par excellence and part of the macro-
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historical processes of change that have been affecting persons with dis-
abilities around the world. Existing as we do in what will be increasingly
a “global village,” 1t would not be surprising to see our international re-
latedness around shared concern for QOL increase in the future. There is
no current soaal policy vehicle that captures and fits neatly together so
many parts of the citizenship puzzle.
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Part 11
Quality of Life: Service Delivery Issues

An improved quality of life for persons with mental retardation and
closely related disabilities will undoubtedly require a values-based change
in our current service delivery system. Authorsin this section discuss those
changes as they relate to:

® being in and of the community

¢ transitioning into eavironments that are more independent, produc-
tive, and community integrated

® focusing on outcomes from service delivery programs that reflect a
person’s enhanced QOL

The section begins at the point where the experiences of families with
a child with disabilities usually begin: with the physician. In his chapter,
David Coulter stresses the need to empower families to promote the guality
of life of young children and to receive the assistance and support to
maintain home placement. In the next chapter, jack Stark and Tammi
Goldsbury continue this focus by discussing a quality of life model that
includes the domains of health, living environment, family, social and
emotional relationships, education, work, and leisure. Tkeir final sentence
containing the quotation from Martin Luther King, “injustice anywhere is
a threat to justice everywhere,” is a thought well worth remembering.

The next four chapters in this section relate to significant QOL issues
for persons in transition (Orv Karan, Gary Lambour, and Stephen Green-
span), those being integrated into the community (Ken Keith), those en-
tering the world of work (Bill Kiernan and Kari Knutson), and those who
are growing old (Matt Janicki). Each of these chapters reflects the chal-
lenges, opportunities, frustrations, and successes that we have all expe-
rienced during the last decade of policy and programmatic changes.

One of the most significant of those changes has been the increased
quality of life emphasis in programmatic outcomes, addressed by Tom
Bellamy, Steve Newton, Nancy LeBaron, and Rob Homner in chapter 13.
This chapter 1s essential reading for anyone who is either involved in or
concerned about current service delivery patterns and practices. It also
provides the basis for the third section on assessment and measurement
issues.
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Home is the Place: Quality of Life for
Young Children with Developmental
Disabilities

David L. Coulter
Boston Univers:ty

Quality of life 15 such an intensely personal concept that one who writes
about 1t owes the reader a description of his own assumptions about what
it means. Others writing in this volume have provided the reader with
their understanding of the concept. In this chapter, quality of hfe means a
sense of personal satisfactron with hfe that 15 more than just pleasure or
happiness and yet something less than “meaning’ or fulfillment. An in-
dividual with mental retardation need not have the cognitive capacity to
appreciate “meaning” 1n order to have a life of satisfying quality. This
sense of satisfaction is understood best from the indiviiual’s point of view.
In other words, one must put oneself into the other person’s viewpoint
and try ty see the world as that person would in order to get an idea of
his or her quality of life.

With that conception of quahty of hfe, the reader may wonder how a
physician could possibly understand what it might be like to hive with a
developmental disabihity such as mental retardation. Indeed, 1 claim no
personal or family experience that could provide such knowledge. What |
do rely upon 1s a chnical style or method 1n which I try to put myself into
the other person’s viewpoint, a method which was shown to me by a
professor at the University of Notre Dame (Dunne, 1978). Dunne describes
a process of “passing over” from oneself to another person’s viewpoint,
and then returning with a deeper understanding of how that person thinks
and feels about life. As a chnician involved in the lives of patients with
developmental disabilities and with their families, this method provides
some (albeit limited and imperfect) idea of what it 1s like to live with a
neurological disorder The strongest impressions that this experience pro-
vides are of the remarkable strength of individuals and famulies, ot the
marked variability of coping styles that characterize satisfying lives, and
of my own humility as I try to protect and enhaace their quality of life.

This chapter cannot be a review of the medical literature on quality of
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life Such a review would be very brief, because physicians have not written
much on the subject. Yet physicians talk about it all the time and presume
to make quality of life part of their clinical assessment and judgment about
medical treatment. Understandably then, we do not do a very good job of
measuring quality of life. We rely too often on inaccurate knowledge about
the real prognosis for adaptive performance of people with mental retar-
dation (Wolraich, Siperstein, & O’'Keefe, 1987), assuming too low a level
of performance and thereby too limited a quality of life. In some instances,
we rely on simplistic and highly debatable formulas such as QOL = NE(H +9),
or quality of life equals the product of one’s natural endowment and the
sum of the contributions of home and society (Gross, Cox, Tatyrek, Pollay,
& Barnes, 1983). Even if this formula were conceptually sound, there is no
evidence that we have methodologically valid means for measuring its
components.

In this chapter about the quality of hife for infants and toddlers with
developmental disabilities, 1 will address two issues that seem to be most
important, despite our limited ability to measure their contribution to yual-
ity of lif>. One issue 1s the tremendous amount of uncertainty we have
about predicting the young child’s subsequent degree of disability or level
of neurological function, despite the fact that physicians often use quahty
of life judgments, however imperfect, in making these predictions. The
second issue is the paramount importance of the family and environment
in determining the child’s physical, mental, emotional, and psychosocial
growth and development. The tollowing case, which describes a patient |
have cared for, illustrates these issues.

CASE SUMMARY

This 3-month-old girl was happy and healthy and developing normally
and was a source of joy and pride to her parents and grandparents. Both
parents had grown up in homes that were financially limited but rich 1n
love, support, and pride in their African-American heritage. Tl. parents,
both of whom are special education teachers who work with children with
developmental disabilities, were married and had planned for this first
child On Sunday the child was full of life; on Monday she was in the
Intensive Care Unit with Group B streptococcal meningitis. By Thursday,
she was in a deep coma, unresponsive except to the strongest simulation,
unable to breathe on her own, and with evidence of only minimal brainstem
function. A computed tomographic (CT) scan showed what seemed to be
extensive brain damage. The family was understandably distraught and
asked whether the child would be “a vegetable” if she survived. They
wondered if it would be better to withdraw medical support to prevent
such a tragic outcome.
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The family was advised that in this acute situation, we could not predict
the outcome with any degree of certainty. The best course would be to
reassess on a dally basis and see in what direction things would go. By
the next day, Friday, the child was somewhat more responsive but still in
coma and still with minimal brainstem function. Nonetheless, this change
seemed sufficient to rule out the possibility that the child would deteriorate
further and suffer brain death. The family was now advised that if the
child survived, possible outcomes included a persistent vegetative state or
some degree of neurological disability, but a normal outcome seemed very
unlikely. The family chose to wait until the following Monday to see what
a repeat CT scan showed before making any decisions about limiting treat-
ment.

The weekend was very difficult for the family as they struggled with
what was best for their child. They expressed to a nurse that they felt the
doctors were telling them the child was brain dead, but they saw evidence
of continuing improvement. They shared their grief and prayed to God
with their family and community, seeking guidance for themselves and
healing for their child. When Monday came, the child’s improvement was
obvious. She had begun to open her eyes and was starting to breathe on
her own. The CT scan was improved and showed less evidence of brain
damage from the meningitis than nught have been expected. The famly
was now advised tha. survival in a persistent vegetative state was unlikely,
and the child could be expected to survive with some degree of disability.

The family’s response was immediate and positive. This was an outcome
they could accept. Indecd, with their unique personal, family, community,
and professional resources, there was reason to believe that their chuld
might grow up with a satisfying quality of hife. The family and medical
staff now jouined 1n a shared commitment to provide whatever level of care
was needed.

UNCERTAINTY

This case illustrates vividly how difficult it 1s to predict what will happen
and the importance of obtaining new data (such as the CT scan) and waiting
to observe possible signs of recovery. Kesolving neurological uncertainty
is often much more difficult, however (Coulter, 1987). One way to approach
this general problem is to examine its components.

Uncertainty may exist because of insufficient knowledge about the actual
diagnosis. In the case above, the diagnosis was fairly clear (meningatis).
For most chuldren with mental retardation, however, the diagnosis 1s much
less obvious. Bivmedical causes account for no more than a third of all
cases of mental retardation, but in many such instances the biomedical
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cause is some imprecise label such as “cerebral maldevelopment.” The
mechanism of mental retardation attributable to sociocultural causes 1s even
less clear. Indeed, in many cases even the diagnosis of mental retardation
i$ uncertain in voung children, and clinicians use the term “developmental
delay” instead Yet many children with developmental delay will not prove
to have mental retardation once adequate testing becomes possible.

Uncertainty may also exist because of insufficient knowledge about the
effects of treatment. In the case above, effective antibiotic treatment could
be expected to clear the infection. Other types of treatment are less pre-
dictable In this regard, the controversy over the effect of early intervention
continues, although a recent meta-analysis showed evidence for the effec-
tiveness of early intervention programs that involve the family (Shonkoff
& Hauser-Cram, 1987). Although studies of physical therapy programs for
young children (Palmer et al., 1988) have failed to show much benefit,
these studies cannot be generalized to all physical therapy programs and
it is possible that other programs would be beneficial. Medical treatment
such as anticonvulsant drugs (which ultimately prove ineffective in as many
as 10% to 20% of patients with refractory seizures) may also have unpre-
dictable outcomes and therefore contribute to uncertainty about the out-
come.

The most difficult aspect of uncertainty, however, m 7 be lack ot knowl-
edge about the exact prognoais. Every experienced clin.clan can tell a story
about a "muraculous” case of completely unexpected recovery in a child
with severe neurological illness. Children with virtually identical ilinesses
may have completely different outcomes tor reasons that no one can ex-
plain. Many cases of apparent cerebral palsy resolve spontaneously by
school age (Nelson & Ellenberg, 1982), vet others may not be diagnosed
until several vears have passed and the defiait becomes increasingly ap-
parent. At least some of the explanation tor this vanability in prognosis
may reflect the plasticity of the child’s brain, which continues to grow and
develop tnroughout the first fer vears of lite. There may well be some as
yet unknown “host factor” that determines the extent to which the brain
will reorganize itself to recover lost function durnng childhood.

The net result of this diagnostic, therapeutic, and prognostic uncertainty
n early childhood is that one often cannot tell the famuly exactly what to
expect Clinicians learn to Iive with this uncertainty and to take every day
for what it brings, adjusting to new problems and achievements as they
occur. Families who have no such clinical training and whose only expe-
nience with disability is their own have much more difficulty adopting such
a coping strategy Yet coming to terms with uncertainty is an essential task
for familtes and how well they accomplish this may influence the quality
of their lives and the life of therr child.
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CGPING: THE REST OF THE STORY

To examine the impact of family coping on the quality of life of a young
child, we can resume the story of the child described above. After several
weeks in the hospital, the acute medical condition of meningitis had passed
and she was medically stable. She had recovered to the point that she
would wake up and respond to visual, auditory, and tactile stimulation.
Her responses were very limited, however, and she fatigued easily. She
had difficulty sucking and had to be fed by a nasogastric tube for a while.
Her muscle tone was very abnormal, with poor head and trunk control
and increased tone or spasticity in her extremities.

A treatment plan for post-hospital care was developed with the family.
This included referral to an early intervention program that would assist
the family with providing physical therapy and developmentally appro-
priate stimulation. However, it was clear that the family would have to
participate actively 1n this therapy for 1t to be successful. Rather than del-
egate this responsibility to a relative or babysitter, the mother decided to
take an extended leave of absence from her job so that she could be home
with the child.

As time passed, 1t became apparent that the child had significant neu-
rological disabilities. A diagnosis of cerebral palsy (spastic quadriparesis)
was made. The feeding problems continued and the famuly found that it
took a long time to feed her even minmimally adequate calories by mouth.
As her growth leveled off and she was failing to thrive, the family rejected
a gastrostomy tube 1n favor of high calone feeding and oral motor therapy
to enhance her swallowing reflexes. She became more social and enjoyed
simple games and activities with her family. Her speech was limited to
simple sounds, although she seemed to understand what was said to her
and responded appropriately.

The child’s disability proved to be highly stressful to the family. After
several heated arguments between the parents over how the mother was
neglecting the father's needs, they agreed to get family counseling. During
counseling, it became apparent that an older sibling was also feeling ig-
nored as the parents spent all their time with their disabled child. The
decreased family income from the mother’s absence from work, as well as
the increased financial demands for medical and rehabilitativ e care for their
infant, resulted in a severe finanaal crists. With the assistance of a social
worker, they were able to qualify for health insurance that covered most
of the medical expenses, but many other expenses were not covered. The
family was unable to take an extended vacation because they could not
trust inexperienced respite care workers to provide adequately for their

child.
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QUALITY OF LIFE

The quality of life in this case can be considered in terms of independence
(decisionmaking), integration (participation), and productivity (responsi-
bility). However, it is necessary to adapt these terms in a way that makes
sense for a young child.

Independence has a very different meaning for a young child, who
remains highly dependent on parents or other caregivers for physical and
emotional sustenance. Yet anyone who has encountered a typical 2-year-
old boy knows how much that child is trying to assert himself and control
his world. Young children with disabilities need to work through the same
developmental tasks as other children (basic trust, autonomy, and initia-
tive), and the quality of their lives will reflect the opportunities they have
to achieve these tasks. Parents and caregivers must recognize and respect
that the child with a disability has to make decisions when appropriate
and is able to choose within limits. There is an understandable desire to
“do for” the child, out of either sympathy, pity, or frustration because it
takes the child such a long time and the parent isin a hurry. Many children
are only too happy to let their parents do things for them, which often
leads to a crisis years later over the parent’s frustration with the child’s
presumed (actually taught or reinforced) helplessness. My point is that
this crisis can be prevented by intervening early to encourage and allow
the young child to make appropriate choices, take some risks and do as
much as he can for himself (Coulter, Murray, & Cerreto, 1988).

Integration into the family and the family’s community is important for
young children with disabilities. The family is the primary focus of inte-
gration and acceptance. Success achieved here will promote integration
and acceptance elsewhere. The ability of the family to integrate a young
child with severe disabilities, however, should not be prcsumed. Conflict
between parents and conflict with siblings are probably more the rule than
the exception. Anticipating these conflicts and helping the family resolve
them will promote integration at this most basic level. The family is then
empowered to fight for the child’s integration in the larger community.
This includes such basic activities as bringing the child with severe disa-
bilities to church with the family, or including the child in shopping trips
to the grocery or the toy store, or bringing the child to the company picnic.
A family that has integrated their child will not permit that child’s exclusion
from the family’s activities in the community.

A separate issue arises when the family brings the child with a severe
disability to be enrolled in the educational process. The family then all too
often encounters the educational bias toward segregated programs and
feels powerless to oppose this bias. To my knowledge, early intervention
programs that exclude them do not help them. On the contrary, it makes
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sense that young children with and without disabihities can learn important
lessons about acceptance from each other. A few early intervention pro-
grams that have tried this approach (in some instances by including staff
children as a form of daycare) have found it to be successful. These lessons
about integration and acceptance may be more impoitant educational
achievements than traditional ““therapy”’ provided in the classroom setting.

Productivity is tied to the other aspects of the young child’s quality of
life and follows from them. A child who has the oppcrtunity to make
appropriate choices and to interact with others in the family and in the
community will develop desired behaviors. These include trust in other
people, feasible competence in self-help skills, exploration of the environ-
ment, and social interactions outside the family. It is iraportant to reward
these desired behaviors when they occur to prevenu frustration and to
encourage further development. Success at this carly age will set the stage
for greater productivity as the child matures.

ACHIEVEMENT: THE CHILD MOVES ON

It1s appropnate to end this chapter by continuing the story of the chuld
as she grew up and moved on to the next stage of her hfe. Because of her
severe cerebral palsy, she did not sit up independently until she was three
years old and was learning to stand with support by age five. Her cognitive
abilities were difficult to measure accurately, but testing when she was five
years of age showed her language skills to be at about an eighteen-month
level. Her teachers felt she was making slow but steady progress and
arranged for a smooth transition into the local elementary school when
she-was five. The school was going to try an experimental program that
would include her in many regular kindergarten activities wath the other
children.

Her feeding behavior improved greatly when her parents discovered
that there were some foods she really liked and others she did not like.
The nutritionist worked with them to develop a complete, balanced dietary
program that included foods she hked. Her swallowing improved and she
gamned weight on this diet. Mealtimes became a pleasant family affair. The
family learned to understand her other wishes as well. They also learned
that there were many things she could do for herself if they took the time
and encouraged her to try. They stopped picking her up all the time and
let her get around by herself as much as possible. This allowed her to “'get
into trouble” by explonng her 2nvironment, but they learned to enjoy her
curiosity while protecting her (and the household) from danger.

The family was surprised at how readily their church welcomed e
daughter into the community. Their minister told them that Gud did not
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see her disability but did see a child whose soul was perfect and, somehow,
she seemed to sense her acceptance and enjoyed being in church. This
acceptance encouraged the family to take her with them wherever they
went, and they learned to cope with the reactions of other people. She
also seemed to behave better as she was able to be around other people
more. Going to the doctor was a problem until they found a pediairician
who was comfortable with children with disabilities and formed a warm,
caring relationship with their daughter.

Gradually, the family came to live normally from day to day without
making a “big deal”” out of their daughter’s disabilities. They came to know
other parents of children with disabilities and were able to share their
frustrations and accomplishments. Their ability to help other parents also
gave them a sense of satisfaction. Acting together, the parents were able
to get decent respite care services so that they could finally get away for
a little while at least As the'~ daughter prepared to g0 to the elementary
school, her mother planned to resume her career by teaching special ed-
ucation at the same school so she could still watch out for her daughter.

All'in all, it wasn’t the way they had planned 1t when their daughter
was born, but somehow it had turned out okay. The love they had started
with was still there, changed as their daugher had changed but grown
stronger through adversity and through overcoming the challenges of these
early years Their daughter was loved, happv, satisfied, developing new
skills, and enjoying her achievements at home and at school. How could
they ask for more?

CONCLUSIONS

It should be apparent that the quality of life tor a voung child with severe
disabilities, such as the child described in the case report above, 15 hughly
dependent on the child’s tamily. Interventions to promote the child's qual-
ity of life must thus be focused on helping the family to cope with the
child’s ordinary and special needs. As a general statement, 1t is probably
more true than not that the medical care, educational, and social systemns
are not prepared to accomplish this. A reasonable sense of justice would
argue that appropnate resources should be provided to allow the child an
opportunity to achieve success (Veatch, 1986). These resources include
assistance with health care costs, family and social support services (such
as peer groups, counseling, daycare, hoine health care, and respite care),
and high quality public educational and habiltatine services from birth or
from the time of diagnosis.

Case management has to become a reality that works for families and
not just the present agency buzzword that all too often covers up bustness
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as usual. Indeed, the best case manager is an informed, assertive, and

empowered parent, whose success as a case manager will maximize the
young child’s quality of hfe. If we are serously interested in promoting
the quality of hfe of young children with severe disabilitics, we must get
serious about accomphishing this agenda for the present and for the future.
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Quality of Life from Childhood
to Adulthood

Jack A. Stark and Tammi Goldsbury

National Center for Persons with Mental Retardation/Mental Iliness
Omaha, Nebraska

“Quality” is the in word of the 1990s. We seem to be witnessing the
beginning of a national shift away from quantitatively evaluating our life-
styles to focusing on how we can choose to live our lives in a more mean-
ingful, qualitative way. The emphasis or. evaluating and desiring quality
1s found throughout our society and ranges from the products we produce
to the services we demand and receive. This emphasis is particularly needed
in our delivery of human services, where hard decisions must be made
with limited resources. Despite the billions of dollars that have been al-
located in implementing policies such as deinstitutionalization, main-
streaming, early intervention, and com.munity integration, we have not
yet answered the critical question: “Has it really made a difference in
improving the quality of life for persons with mental retardation?”” The
purpose of this chapter 1s to construct a process by which we can begin to
answer this question of quality of life as it pertains to those individuals
with mental retardation during the developmental period of 6 to 21 years
of age.

CURRENT EDUCATIONAL PRACTICES

Persons with mental retardation served via Chapter 1 funds represent
a total of 665,000 individuals, or 15% of the total 4.4 million disabled in-
dividuals receiving special educational services in the public education
system. Mental retardation ranked third behind learning disabilities and
speech or language impaired individuals, respectively, but ahead of a fourth
group the emotionally disturbed (some 400,000 individuals). During the
1985-86 school year, the majority of students with disabilities received
speaial education related services in settings with non-handicapped peers.
More than 26% received special education in regular classes, while 41%
were served in primary resource rooms. Another 24% were served in sep-
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arate classes in regular education buildings. Students with learning disa-
bilities or speech impairments were served primarily in regular classes or
resource rooms. Yet, on a national basis, approximately 56% of persons
with mental retardation were placed in separate cla.ses (U.S. Department
of Education, 1988). Regretfullv, we still have too many individuals with
mental retardation who are out of the mains.,cam of education, particularly
those with more severe multiple disabilities.

LIFESPAN RESEARCH

Research into the concept ot quahty of life tor persons with mental
retardation has generaily lagged behind and has been influenced by other
disciphnes The professional helds of social psychology, hfespan psychol-
ogy, gerontology, and medicine have primanly helped shape this relatively
new and increasingly popular interest in quality of hfe research with per-
sons who are developmentally disabled. Of particular interest in this chap-
ter is the research from lifespan psychology. Lifespan psychologists have
contributed to our overall understanding and development of qualty of
life measures The htespan des elopmental paradigm was onginally pro-
posed by Baltes and his colleagues at the Center for Psychology and De-
velopment in West Germany (Baltes, Cornelius, & Nesselroade, 1978). An
important point made by Baltes and his colleagues 15 that their hfespan
developmental paradigm is not considered so much a theory as it is a
heunstic scheme upon which to generate new ideas and to provide a
framework for future theory development (1.e., quality of hfe measures).
They noted that their detinition of lifespan allows for additional adaptations
and these adaptations will vary among researchers, particularly as the
concept is approached from different disciphnes. Other lifespan psychol-
ogists, such as Dannefer (1984), Featherman (1983), and Gergen (1980),
otfered additional msight into this complex concept through the utilization
of lifespan development, which provides a reference basis and body of
research data from which we can now begin a one- to two-decade process
of investigation and identification of hife measures, «nstruments, and field
tested studies to establish a national impetus to foster meanigful hitestvles
that we all want for persons with or without mental retardation.

QUALITY OF LIFE: A DECISIONMAKING MODJEL

The chapters in Parts | and 1V of this book address the complexities of
agreeing upon an operational definition of quality of hfe as well as who
determunes what 1s quality and how these standards can be best apphed.
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As Bradley (1988, see alsv Chapter 20) pointed out, “‘persons with mental
retardation are more concerned with the range of personal freedom and
choices made available to them . . . whereas service professionals are usu-
ally more interested in the technology and theory of service delivery, while
public officials tend to focus on accountability issues” (p. 277). In essence,
all the authors of this book seem to be unequivocal in their emphasis on
having available an array of choices tha. individuals may select from as to
what constitutes these quality of life parameters based upon each individ-
ual’s unique needs.

It seems to the authors of this chapter, however, that there does not
exist a theoretical construct or model of the basic process by which decisions
can be made in regard to those critical components upon which to establish
standards that measure a person’s quality of life. Therefore, we offer Figure
8.1, which represents a six-component decisionmaking model that can be
refined as we gain more knowledge in actually conducting quality of life
studies with this population across the life span.

Component 1: Definitional Issue

We define quality of hfe as representing a “general well-being,” which
15 used synonomously with overall life satisfaction, happiness, content-
ment, or success. This state of general well-being (as expressed in the
formula QOL = f(IC + "“O” QOL + ”S” QOL) is defined as: a function
(f) of one’s individual charactenistics (iC) (i.e., age, sex, social/cultural back-
ground, level of cognitive.adaptive functioning, educational status, health
conditions) and environmental supports (i.e., parent(s], sibling[s], friends(s],
etc.). These individual charactenstics are impacted by objective quality of
life (QOL) dimensions, which consist of the seven life domains: health,
hving environment, family, social emotional relationships, education, work,
and leisure. The objective QOL indicators can be analyzed through obser-
vation and measurements of satisfaction in each of these domains. The
parameters of these seven life domains are discussed in detail in a later
sectiun of this chapter.

Added to the individual charactenstics and vbjective quality of life do-
mains are the subjective QOL domains, which are the same as the objective
domains but vary in the sense of how these domains are perceived by the
person with mental retardation and their immediate support system of
famuly, direct caregivers, etc. It should be noted that although this definition
of the concept of QOL 1s presented as an adapted (Lehman, 1983) opera-
tional framework, 1t can and should also be utilized in the construction of
specific measures that make up measurement instruments.
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DEFINTTIONAL ISSUE

Quality of Life = State of Well-Being
f (Individual Characteristics +
Objective QO L.,
+
Subjective Q0. L.))

1) Health

2) Living Environment

3) Family

4) Social/Emotional Relationships
S) Education

6) Work

7) Lercure

COMPONENT |

PHILOSOPHICAL BASIS
(WHAT)

Dignity of Life

Basic Human Rights and Freedom
Normalization

Least-Restrictive Environment
Community Access

Mainsireaming

Developmental Model

Empowerment

COMPONENT 1t

NEED

(WHY)
— Legislative Decisions
—_ Policy Analysis
Funding Guideline
— Allocation of Resources
— Delivery of Services
— Research Priotities
— Personnel Preparation
> COMPONENT i F)

FIGURE 8.1 Proposed decision-making model for establishing QOL measurement standards.




USE
(WHO)

Persons with Developmental
Disabilities

Parents or Guardwans
Direct Caregivers
Residential Staff
Teachers/Traners
Researchers

Policy Makers
Legusiaters

Etlucists

COMPONENT 1V

FIGURE 8.1 (Continued)
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APPLICATION
(WHEN)

Societal Integration
Environmental Analysis
Program Impact
Diagnostic Vahdity
Training Effectiveness
Trcatment Decisions
Ethical Considerations

Empowerment

COMPONENT V

SETTINGS

(WHERE)
Legislative Decisions
Policy Analysis
Funding Guideline
Allocation of Resources
Delivety of Setvices
Research Priontics

Personnel Preparation

COMPONFENT Vi
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Component 2: Philosophical Basis

Decisioris about a person’s QOL have to be grounded and based upon
philnscphical tenets. Although additional concepts could be added, cer-
tainly the dignity of life, basic human rights, and freedom are fundamental
and a priori philosophical tenets from which QOL measures must be con-
structed (Luckasson, 1985). It would seem also that most would agree that
the concepts of normalization, least restrictive alternative community ac-
cess, participation in the mainstream of education, and the developmental
(model) assumption that all individuals are capable of learning and should
have access to age-appropriate educational programs are additional essen-
tial pLilosophical tenets. Normalization is used here in the traditional sense
of assisting persons with mental retardation to be as no.mal as possible in
the way they appear, behave, and liv as well as the provision of oppor-
tunities for empowerment—choosing «nd independent decisionmaking.

Component 3: Need

Quality of life decisions should be derived from the needs of persons
with mental retardation, which can range from decisions about research,
traiting, and service to legislative policy funding decisions.

Component 4: Use

The QOL model will change based uvon who will be using or making
the decisions, ranging from persons who are developmentally disavled, to
direct caregivers, policy makers, ethicists, etc. Obviously, caregivers and
professionals may have different agendas than legislators or even parents
or guardians of persons with mental retardation.

Component 5: Application

The QOL model will also vary depending upon 1 application and use;
*hat is, whether it is used for socictal integration or tor developing diag-
nostic and treatment criteria.

Component 6: Settings

Finally the decisions that must be made in identifying the quality of life
depend upon the context in which persons with mental retardation are
being served. These settings range from intensive care units, home and
work environments, and the larger community.
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Discussion

In essence, this decisionmaking model dictates both vertical and hori-
zontal processes selecting from within and between components depend-
ing upon need, the basic philosophical tenets, why it is being used, who
is using it, when the model is applied, and in what setting. This model
allows for a specific decisionmaking process via the vertical selection of
any one of the numerous criteria within each of these components. For
example, decisions may ve made utilizing this model (I), as it relates to
dignity of life (II), in deciding to allocate resources (IIl), for persons who
are severely medically impaired (IV), which health care personnel can uti-
lize in looking at ethical considerations (V) in deciding upon the quality of
care for each individual in a health care facility (VI).

QUALITY OF LIFE: DEVELOPMENTAL ASPECTS

In constructing QOL measures, particularly for individuals 6 to 21 years
of age, researchers should find the above described model essential as a
process framework in constructing and measuring a person’s life satisfac-
tion. However, the content of quality of life domains during the devel-
opmenteal period is difficult to identify because we lack an all-inclusive
thzory of normal development. This process becomes even more compli-
cated when itis applied to persons v'ho are mentally retarded. For example,
if we take causality alone, there ar: some 250 to 350 causes (Menolascino
& Stark, 1988) of mental retardation. This variation, along with the indi-
vidual differences and personal charactenstics, mandates a fluidity and a
var.ability in identifying the content of quality of life during the develop-
ment period of 6 to 21 yez  for persons with mental retardation.

It would seem, however, that before we can discuss the content of the
seven hife domains durnng this age span, we must first addres: the issue
of wkai is normal development among perso.is with mental retardation
during their developmental years. In other words, we need a reference
point upon which to develop measurement criteria, keeping in mind the
need for individual variation. It would seem appropriate, as we have tra-
ditionally done, to base these criteria on normal development. This complex
issue was first addressed by Zigler (1969), who advocated the develop-
mental theory of mental retardation. It was Zigler’s contention that cog-
nitive development, particularly among persens who are identified as
mentally retarded, is characterized by a slower progression through the
same sequence of cognitive stages as persons withcut mental retardation.
Additionally, he hypothesized that the upper stage of cognitive develop-
ment is more limited than is characteristic of those of average intellectual
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ability. There has been a considerable amount of debate in the field as to
whether cognitive development, for example, should be viewed in this
manner (that is, as delayed normal development) or whether it is different
from the normal developmental sequence (Zigler, Balla, & Hodapp, 1984).
In addition, Weisz and Zigler (1979) concluded that, with a few exceptions,
people with identifiable developmental disabilities go through the same
sequences of development as those without disability.

While much of this research supports the model of disability as a de-
velopmental delay, there also is considerable evidence that it would be
overly simplistic to characterize entirely the development of those with
disabilities as “like normal children only progressing slowly”” (Clements,
1988). Individuals in this age span with disabilities may be much more
likely io show progression/regression in their development by alternating
back and forth between stages of development. That is, they may show
far greater discrepancies between levels of function in different areas of
development even though they may progress through the same sequences
in each area. In short, there seem to be qualitative differences, oftentimes
based upon cogniuve factors of the developmental disability.

QUALITY OF LIFE DOMAINS
Health

Frequency, types, and severity of illness; cne's access to the health care system;,
need and use for surgery or medication, and capability of preventive health care
service.

Cver the last decade, tiie numbet of studenis with medicai probiems
has significantly increased, thereby requiring further clarification of t. «
role of the family and school in the provision of such service. Seven to
fifteen percent of adolescents i+ special education classes and some 40%
to 60% of mentally retarded individuals in residential facilities are on med-
ication (Gadow & Kalachink, 1981). In one particular study, Shore, Smalky,
and Neff (1981) analyzed medical care for a group of children ages 6 to 17
years in a community-based residential facility. Two-thirds of this sample
were between the ages of 13and 17. It was noted that this sample of children
had five times as many medical encounters as an age-matched general
population. Approximately half of this sample growth was attributed to
children in the severe/profound mental retardation range. Chronic prob-
lems were much more frequent than in the general population, with con-
vulsive disorders present in 31% of the sample.

Certainly in constructing criteria for this domain, one mus* consider the
trerendous economic cost and the changes that require new models of
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health care, availability of medical specialists serving the 6 to 21 year age
group; and an expressed interest in working with this growing popuiation
in the community (Buehler, Menolascino, & Stark, 1986).

Living Environment

The availability and accessibility of privacy, secunity, autonomy, and normalized
living.

In Sweden, for example, the most important QOL indicator of progress
towards full integration of developmentally disabled individuals is the per-
centage of handicapped disabled young adults who are living in their own
independent homes with whatever degree of supervision they need (rather
than contir.uing to live in their parental nomes). A person’s living envi-
ronment may be considered by many as perhaps the most important do-
main in that it is, to a great extent, the major influence on social and
emotional development of young adolescents with mental retardation (Rut-
ter, 1985). Most developmentally disablea individuals today remain in the
family home until ycung adulthood. Those who are more severely disabled
or medically {ragile/complex at times need specialized types of residential
settings in the community after “’graduation” from the school system. For
example, Meyers, Borthwick, and Eyman (1985) examined different types
of residential settings in a survey of some 60,000 developmentally disabled
persons in California. Meyers and his colleagues found that of all peopie
surveyed (birth to 65 years of age), 53% continued to live at home, 29%
lived in community settings, 13% lived ‘n state institutions, and 5% were
in health facilities. The majority of younger individuals lived at home, and
as they entered the 25 to 30 years of age range, over 50% moved outside
the parents’ homes.

Family

Frequencu and intensity of contact, emotional support, level of intunacy, the struc-
ture, interaction, and function of the family.

These characteristics will perhaps have the most significant impact on
the development of a young person with mental retardation, particularly
during this age span. The family life. ycle theory as advocated by Turnbull,
Summers, and Brotherson (1986) provides a framework that considers the
uniqueness of each family and a model by which to anticipate and plar
for both the immediate and long-term needs of developmentally disabled
individuals vis-a-vis their families (Turnbull, Turnbull, Bronicki, Summers,
& Gordon, 1988).
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Social and Emotional Relationships

The number of social and emotional activities engaged in; the quality and quantity
of these experiences; and satisfaction of these social and emotional activities.

Quality of life among mentally retarded persons, particularly at the ag-
olescent stage, is significantly impacted by the bonding and caring of par-
ents, caregivers, peers, and the sociallemotional context in which they
spend their days (that is, school and residential settings). The school sys-
tem, which in most cases serves as the primary social agent, must also
plan for transition to other social service networks. There also must be an
emphasis placed on shifting social relationships toward peer groups and
adjustment skills that will result in independent living. Indices that tap
these main criteria will be essential in arriving at meaningful measures of
this importart domain.

Education

Curriculum; the mainstreaming process; peer involvement; and transitional success.

The traditional focus of special education for our handicapped youth is
in need of change. The function of the school system has been to identify
and place disabled children; to test and classify them educationally; to
provide the least restrictive educational setting; to recruit, train, hire staff;
to designate curriculum methods of instruction; and to assess all of the
cognitive, affective, and behavioral changes of the ctudents, regardless of
the degree of disability. The end product of education has been to prepare
children with a skills repertoire that will enable them to participate if they
$0 choose in the mainstream of society (Gottlieb, Alter, & Gottlieb, 1983).

Identification of criteria for this important domain has been enhanced
by the development of new curriculum models that emphasize critical skills
necessary for social transition and development for enhanced quality of
life (Wilcox & Bellamy, 1987). In addition, the development of principles
that have been introduced in special education during the last 10 years
must be broadened. These principles, as advocated by Turnbull and Turn-
bull (1986), consist of zero reject; nondiscriminatory evaluation; appropriate
individualized education; leisure, educational, and vocational placement;
procedural process; and parental participation.

Work

Number of hours of real pay; derived benefits; improved self-concept and self-esteem;
opportunities to engage ir activities that fulfill one’s contribution to society.
One of the most gratifying observations in the 1980s has been the rapid
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improvement 1n the emphasis on transitional services leading towards full
employment with such concepts as supported employment and transitional
services (Kiernan & Stark, 1986). A staggering number of persons with
mental retardation have graduated from special education with real oc-
cupational alternatives. The President’s Committee on Employment of the
Handicapped has, however, estimated that only 21% of the approximately
650,000 students with disabihities who leave school annually will become
fully employed. A total of 26% will be on welfare. Of those working, 40%
will be underemployed or paid at poverty wage levels (Patten, 1985). Con-
struction of individual items for this domain offers a rich body of new
research from which to draw, especially when including the more difficult
to serve and the medically complex individual (Wehman, Wood, Everson,
Goodwyn, & Conley, 1985).

Leisure

Recreational aspects: hobbies; free time; and culturdl activities.

Leisure, hobbies, recreation, and how we spend our free time, perhaps
more than any other major aspect of day-to-day life, often serves as a
criterion against which to measure one’s quality of life in today’s complex
society. Enjoyment, happiness, and satisfaction are often enhanced by this
cnitical domain, particularly for this age group, because so much effort goes
into their education in preparation for transitioning from school to work.
Early childhood provides a critical medium for learning, which later takes
on a more complex social phenomenon, particularly in later stages of child-
hood and adolescence. Hobbies, crafts, and organized sports help to ex-
plore one’s interests and test out career alternatives. In designing this
domain, criteria must be based upon activities that increase the fullness,
r hness, and complexity of developmentally disabled individuals’ lives;
I ad to acquisition of skills and active participation; can involve develop-
ment and expression of social concerns through the contribution of well-
being and enjoyment of others, and give enjoyment and, satisfaction to
individuals who engage in them (Schoultz & Jessing, 1986).

CONCLUSION

Clearly, the concept of quality of life 1s emerging in the field of mental
retardation as a critical philosophical and theoretical movement that will
most likely provide the driving force for the provision of services and the
evaluation of programs in the 1990s, just as deinstitutionalization, main-
streaming, and normalization have done in recent years past. As Borthwick-
Duffy (1986) pointed out, quality of life has been identified as a construct
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in need of a measureable, conceptual model. Hopefully, this chapter will
go a long way toward constructing an overall quality of life model, that
must now be field tested with measurable indices. This field testing process
can result in reliable and valid instruments from which judgments can be
made on the provision of the quality of care in service programs and
accreditation standards can be developed.

In this chapter we have attempted to identify the cost, nature, and scope
of services for individuals between the ages of 6 and 21. Although the
research into tle quality of life for persons with mental retardation is
relatively new, such fields as social psychology, lifespan psychology, ger-
ontology, and medical care have provided an extensive, heuristic. and
diverse research base upon which to draw in constructing our own instru-
ments—instruments that must be inherently flexible in order to measure
the quality of life for persons with mental retardation with all of these
individual characteristics. In addition, the decisionmaking model presented
in this chapter will hopefully provide a philosophical reference and guide
vis-a-vis the construction of both the content and process of quality of life
measures.

Unfortunately, far too many persons with developmental disabilities are
still excluded from full participation in the mainstream of society only
because they have characteristics about which there continue to be inac-
Curate stereotyping and misinformation (Dart, 1986). We continue to see
too many citizens with mental retardation denied their basic rights and
forced to exist in situations that foster dependency and thereby lower their
quality of life. Hopefully, in some small way this chapter will promote
Martin Luther King's statement when he said, "Injustice anywhere is a
threat to justice everywhere.”
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We believe the essence of a high quality of life is being able to adopt a
lifestyle that satisfies one’s unique wants and needs. In this respect, tran-
sition poses a real challenge to all persons because it involves a change in
one’s lifestyle. The uncertainty caused by these changes and the loss of
familiar routines, relationships, and control is often stressful. Yet choice,
the exercise of free will, and movement into environments that are more
productive and fulfilling are central to one’s quality of life.

Within this chapter we reflect on our observations drawn from the tran-
sition literature and offer suggestions for better facilitating transitional pro-
cesses for persons with disabilities through planning, coordination, and
support. Inherent in these suggestions is the groundwork for contributing
to a better quality of life for persons in transition.

OBSERVATICNS ON TRANSITION

In its broader sense, transition involves the passage of individuals from
one status or position in society to another at various stages throughout
the life span (Patton & Browder, 1988). Examples of such stages include
the beginning of school, the development of an adult identity, movement
into the world of work, family development, and movement out of the
social and work mainstream of life beginning with retirement (Ludlow,
Turnbull, & Luckasson, 1988).

These multiple transitions have no definite beginning or ending points
other than birth and death. In order to facilitate sensible decisionmaking
regarding an individual, it is essential that one’s total life span be taken
into account while remembering that 2ach transition will in some fashion
impact upon future transitions (Chadsey-Rusch, 1984). Whether the tran-
sition represents the passage of individuals from one environment to an-
other or from one status or position in society to another, all are forms of
change, and individuals react to change. Transition theory suggests that
changes alter a person’s familiar routines and therefore produce variations
in the person’s life space (Stark & Karan, 1987).
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Although transitions can result in a high<r quality of life, there is also
evidence to suggest that this does not always occur and, even if 1t does,
there still may be extended periods of transitional stress or shock (Coffman
& Harris, 1980).

No matter how attractive a particular community setting may be or how
well it meets some philosophic ideal, there are no guarantees that an in-
dividual in transition will in fact participate in that setting in a personally
satisfying, socially productive, and socially accountable manner. Because
such behavior may represent a person’s adaptation to a social environment
she/he does not understand, attempting to modify such behavior without
first attending to the person’s emotional needs resulting from the transition
may actually exacerbate a problem.

A person’s adaptability is an important factor in the examination of how
successful an individual is in handling transitions (Browder, 1987). How-
evur, one’s agjustment is not some static entity. Because each environment
is an interactive one (Pearce & Shaw, 7987), different environments and/
or differences within the same environment can significantly affect the
behavior of persons in those environments (Schalock & Stark, 1988). One’s
behavior may fluctuate markedly representing the individual's way of re-
vealing that environmental demands and available resources for meeting
these are not synchronized. Carefu!} transitional planning, however, pro-
vides “"a powerful tactic for facilitating the successful interaction between
the individual and his or her environment” (Sobsey & McDonald, 1988, p-
40).

TRANSITION PLANNING

Transition planning must incorporate several considerations. This sec-
tion discusses three considerations that are considered critical to successful
transitions.

Individual/Environmental Perspective

There should be an effort to adapt one’s program to the needs of the
person rather than forcing the person to adapt to a particular program
(Weisenstein & Elrod, 1987). In too many cases when there is a mismatch
between an individual and his or her environment, the focus of attention
is on trying to “fix’ the individual’s behavior. By focusing on the individual
alone, the person’s social definition is lost (Lovett, 1985). Fortunately, there
is growth in appreciation and empirical support for maximizing the fit
between individuals and their environments (Keyes & Dean, 1988).
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Flexibility

Second, transition plans must be flexible enough not only to respond
to changes in values, goals, and experiences of the participants, but also
to incorporate known events as well as spontaneous ones (Patton & Bow-
der, 1988). Obviously, one’s life is not simply an unfolding sequence of
planned events. Spontaneous events, circumstances, and opportunities can
profoundly influence one’s momentary quality of life and can even have
permanent effects. The extent to which the person and his/her significant
others are emotionally supported during these unplanned transitions can
make a difference in how well the person copes with both the frustrations
and the joys of life in the community.

Coordination

Another essential consideration in transition plans is coordination. When
cooperative program planning efforts are attempted, the following four
‘basic actions are recommended:

1. Assessment, or the determination of what services and resources a
person will need for support duning the iransition period.

2. A plan that identifies roles, responsibilities, and timelines for who
will do what for whom and when.

3 Implementation of the plan and subsequent delivery of the services.

4. Evaluation of the transition program and its outcomes to provide
measures of an individual’s quality of life.

A critical topic related to service delivery in transitional programs in-
volves the adequacy and responsiveness of the person’s social and inter-
personal networks (Carney & Orelove, 1988; Edgerton & Bercovici, 1976;
Halpern, 1985). The availability of support resources valued by the indi-
vidual has been shown to contribute to successful transitions (Karan, Leahy,
& Schwebke, 1985). The next section will therefore elaborate on the role
of social support as a necessary ingredient for facilitating the transition
process and anticipated enhanced quality of life.

SOCIAL SUPPORT

Social support is a critical mediator of a wide variety of life’s stresses.
Social support refers to the presence of meaningful supportive relationships
with others that serve to buffer the negative impact of stressful events
(Stoneman & Crapps, 1988). A social life and interactions with others are
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".nportant Individuals with social ties have been found to be less vulnerable
to stress and to be socially better adjusted (Edgerton, Bollinger, & Herr,
1984).

Many individuals, ir.cluding professionals, parents, peers, paraprofes-
sionals, and friends, play important roles in providing support. Because
communication is the essence of relationships, and because relationships
are the primary ingredients of supportive environments, there is a need
to assess social interaction processes and to use such information for mo-
bilizing more adequate social supports. This implies that efforts for those
who are more socially limited should focus both on teaching them ac-
ceptable methods for expressing thcir needs and on teaching the significant
others in their lives how better to assess the communicative intent of their
behaviors (Karan & Berger-Knight, 1986).

Family Support

The family is obviously an important part of the individual’s social sup-
port network, and the role family members play in their successful tran-
sitions is receiving increasing attention. Parents and other family members
play a variety of roles as advocates, service providers, role mcdels, case
managers, evaluators, risk takers, financial planners, and fund raisers
(Turnbull & Turnbull, 1986). Within the family structure, parents have been
identified as the most salient persons contributing to the success of their
child’s adjustment to community-based programs (Carney & Orelove, 1988;
Conroy & Bradley, 1985; Intagliata, Willer, & Wicks, 1981; Wehman, Ev-
erson, Walker, Wood, & Marchant, 1987).

During times of transition, every far.ily experiences changes in routines,
patterns, and familiar environments. While such stresses occur for families
of nonhandicapped children experiencing expected developmental tran-
sitions, changes occurring outside the expected sequence of human de-
velopment and family life cause the most intense stress (Anderson, 1957).
Fear and uncertainty about the future and concern for the welfare of their
offspring cause considerable stress for the family (Zetlin & Turner, 1985).
Because of uncertainty, families will sometimes delay transition decisions
or never complete them at all (Knowlton, Turnbull, Backus, & Turnbull,
1988). One result is that instead of providing an opportunity to prepare in
an orderly way, transitions sometimes are forced upon families under emer-
gency situations, such as when a parent dies or when an aging parent can
no longer care for a middle-aged offspring.

Peer Relationships

Peer relationships play an important role in one’s successful community
adjustment, especially as older adults may be placed in community settings
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among people with whom they have very httle in common. (Greenspan,
1979, Greenspan & Shoultz, 1981). At such times, the availability of a
placement takes on more importance to those doing the placement than
whether the placement discounts or maintains friendships established over
years. Krauss and Erickson (1988) found that peers play a critical role in
the informal support networks of persons with disabilites and so they
advise program planners to prioritize maintenance of these friendships as
much as possible.

Support for Support Providers

It has been estimated that 80% of the care provided to individuals with
disabilities comes from informal sources. For the younger person, these
sources are usually family members, relatives, and friends, whereas for
adults, care is provided mostly by paraprofessionals (Gartner, 1979). Re-
gardless of the source of the support, however, no program is complete if
it does not pay attention to the needs of those providing the service at
least as efficiently as it dues to the needs of the person receiving the service
(Lovett, 1985).

At some point, it is almost certain that those providing support will need
to call upon family members, friends, trusted colleagues, and others to
assist them in making careful decisions. The transition from cne program
or situation to the next will be more successful when carefu. onsideration
1s given by significant others to the implications of those providing the
support (Anderson, 1987, see also Chapter 6. this volume). Meeting the
support needs of those providing support can influence the quality of care
provided to consumers as well as assist 1n the retention of qualified pro-
viders.

CONSUMER INPUT AND CHOICES

A fundamental aspect of transition planning involves the increasing
e eraise of direct consent by the individual in making decisions about his/
her life (Know [ton et al., 1988). Transition planning must therefore include
many opportunities for choices with a wide range of both career and learn-
ing options. One’s perception of personal control is necevsary for the de-
velopment of a sense f competence. Those who are given the cpportunity
for choice acquire a sense of personal control and competency and theretore
will most likely experience a higher quality of life.

Service providers, support staff, parents, and friends should allow in-
dividuals to choose for themselves. Whether on major or minor issues,
decisionmaking opportunities help individuals with disabilities cope more
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etfectively in a variety of community environments and situations (Carney
& Orelove, 1988). However, care should be taken not to impose presumed
quatity of life standards on others, for whom existing or alternate standards
may be more appropriate. Because most conceptualizations of quality of
life have been framed from professional viewpoints rather than from the
perceptions of consumers whose life quality is being affected (Karan, 1986),
we must be careful not to put too much confidence in our current assess-
ment of quality of life.

For example, Kregel, Wehman, Seyfarth, and Marshall (1986) conducted
interviews on 300 young people who had exited schoo!s from 1978 1o 1983.
They found at the time of the interviews that 86% of the individuals still
lived at home with their natural families \nd a majority of the social activ-
ities and interpersonal relationships in which they participated focused on
passively oriented activities conducted within their own homes. Although
these young people were not well integrated into the community, an im-
portant indicator in current quality of life conceptualizations, over 75%
were reported as being very satisfied or somewhat satisfied with their lives.
Findings from stucies such as this, as well as growing recognition of the
importance of consumer input (Karan & Mettel, 1989), present new chal-
lenges to program planners and those pursuing quality of life measure-
ment.

Clearly, perceptions of quality of life vary considerably. However, now
that consumer input is being incorporated into program decisions, such
input can be expected to vary from conventional professional wisdom; yet,
it must be heard and it must be respected. The challenges become even
greater when the consumers are nonverbal, functionally noncommunica-
tive, or say what they think they should feel rather than what they actually
do feel (Lovett, 1985). Those who cannot speak for themselves, however,
can stiii make choices and exercise their will. They, like everyone else,
need to have a chance to make decisions, and their decisionmaking should
be respected (Boggs, 1985).

SUMMARY AND CONCLUSIONS

This chapter has explored issues relevant to the impact of transitions on
quality of life. It has looked at transition as a lifelong concept rather than
as applying to one specific point in time. Transition is both a systems issue
as well as a highly personal one, and it involves both planned and antic-
ipated events as well as spontaneous alterations in one’s expectations.
Therefore, transition can be as conspicuous as movement from one envi-
ronment to another, or as subtle as the movement of one’s favorite chair
within the same room.




Aruitoxt provided by Eic:

Persons in Transition 91

When planning transitional services, programs and opportunities should
be built around the needs (including emotional needs) of the individual
iathe~ than forcing individuals to fit programs. Transition pianning should
also include exposing persons to opportunities that will adequately prepare
them for skills needed to live, work, and play in the community. Certainly,
enabling people to have more control over their lives is an important first
step in reducing transition stress while simultaneously contributing to life-
styles that satisfy their unique wants and needs and hopefully improve
their real and perceived quality of life.
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Quality of Life: Issues in Community
Integration

Kenneth D. Keith
Nebraska Wesleyan University

Integration of persons with mental retardation into ordinary community
settings, services, and activities has been considered a desirable goal for
a. least two decades (Dybwad, 1969). It has also been asserted that such
integration produces developmental progress superior to that attained in
segregated settings (Menolascino, 1977), in part because of the integration
of specialized service and normalization (Keith, 1979; Perske & Perske,
1980). Nevertheless, these are notions that have evolved in comparaavely
recent times, following a longer history of neglect, abuse, and devaluation
(Wolfensberger, 1969). Major issues for the last decade of the twentieth
century include the question of the strength of our commitment to com-
munity integration for all citizens and the quality of life that should be
expected as such integration occurs.

It has become apparent in the past few years that the right to live in the
community can no longer be made contingent upon developmental or
behavioral criteria. Thus, persons with mental retardation should not be
required to “earn” a place in the community by virtue of such standards
as skill gains. Instead, quality of life, including such dimensions as personal
satisfaction and happiness, becomes increasingly important in the evalu-
ation of community programs and placements (Keith, 1986). This viewpoint
makes it essential that we develop an understanding of those aspects of
personal lifestyle that contribute to quality of life for persons moving toward
full community integration.

DIMENSIONS OF QUALITY OF LIFE

The personal stories of persons with mental retardation suggest that
they want the same things from life that other persons do (Hoffman,
1980; Williams & Schoultz, 1982). Some of these things have been sum-
marized as objective or social indicators (Campbell, 1976), including var-
ious nationa! statistics, health and employment data, availability of
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education, and other quantifiable variables. While these measures may
be influential in the experience of life by individuals, they do not provide
direct assessment of life experience (Campbell, 1976). Other measures,
sometimes designated psychological indicators (Schalock, Keith, Hoff-
man, & Karan, 1989), are useful in assessing subjective, affective per-
ceptions such as happiness and satisfaction of persons (Campbell, 1976)
and the extent to which they experience mental well-being (Campbell,
1981).

Flanagan (1978) organized personal interview responses of about 3,000
people from all regions of the United States into six quality of life com-
ponents. He reported that six areas correlated most highly with overall
quality of life: material comforts; health; work; active recreation; learn-
ing; and creative expression.

Lehman (1988) studied nine life domains among chronically mentally
ill persons: living situation, relations with family, social relations, leisure
activities, work, finances, safety, health, and religion. He also included
interview questions regarding personal satisfaction in each of the do-
mains.

Keith, Schalock, and Hoffman (1986) examined quality of life in terms
of the three broad factors of control of environment, community in-
volvement, and social relations. Each factor encompassed a variety of
items on the Quality of Life Questionnaire (Keith et al., 1986) and was
tested with persons with mental retardation in a number of settings as
well as with several other citizen groups.

Campbell (1981) reported the results of several nationwide studies of
psychological well-being in terms of 12 domains of life. These domains
and their respective levels of correlation with overall life satisfaction
were marriage (.42); family hfe (.45); friendships (.39); standard of living
(.48); work (.37); neighborhood (.29); city or town or residence (.29); the

nation (.30); bonsing (.30); education (.26); health (.29); and the self (.55).

Although the works of Flanagan (1978), Lehman (1988), Keith et al.,
(1985) anrt Campbell (1981) differ in important ways, there is consider-
able overlap in their findings. It would be fair to say that Americans
(with or without mental retardation} are concerned in rating the quality
of their own lives with relationships, work, general material standard
of living, opportunities for learning, the neighborhoods/communities/
homes in which they live, health and safety, recreational/social activities,
and perception of self. In addition, employment, interpersonal relation-
ships, and independent survival in practical life situations may be the
most significant determinants of community adjustment of adults with
mental retardation (Toomey & O’Callaghan, 1983). Thus, the availability
of these life satisfactions to such persons in their communities is a critical
issue that must be addressed.

10V
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QUALITY OF LIFE AND COMMUNITY INTEGRATION

Generally speaking, quality of life for persuns with mental retardation
in the community is directly related to the extent to which services ap-
proximate normal modcls. That is, those persons served in residential
modeis closest to independent living and those whose vocational activity
is closest to normal competitive work score highest on measures of quality
of life (Schalock et al., 1989).

In a study of personal satisfaction of a small sample of adults with mental
retardation living with their parents, Flynn and Saleem (1986) found that
two-thirds wanted to leave their parental homes for more independent
living. An equal number expressed a desire to move from their workshop
situations. Unfortunately, none reported having nonhandicapped friends.
Similarly, in a stizdy of adults who had left their parental homes for com-
munity residences, Catterole, Jahoda, and Markova (1988) found that all
felt their autonomy had been limited at home, that their ability to learn
self-help skills at home was restricted, and none had had relationships
with nonhandicapped friends prior to their move.

Lovett and Harris (1987) interviewed 48 persons with mental retardation
in order to determine the skills that these persons believed important to
their success in community living. On average, they rated vscational skills
most important, followed by social skills and personal skills. Although
these ratings were similar to those obtained from staff members, the authors
concluded that it is important to involve persons with mental retardation
in identifying their own goals and training needs. Dudley (1987) agreed,
arguing that people with mental retardation should be participants in ef-
forts to help themselves, and that they should have meaningful associations
with a range of people beyond relatives, staff, and other clients.

Dudley (1987) also suggested that individuals with mental retardation
may well be aware of their disabilities and of the labels attached to them.
Further, he pointed out that most studies show that these persons dislike
the label “mental retardation.” Mest (1988) found in a series of group
interviews that, while her subjects were critical of prejudice against persons
labeled “retarded,” they did not attribute their own problems to “being
retarded.” Instead, they talked about problems in the community (jobs,
money, safe homes, etc.) as social problems—not as the problems of per-
sons with mental retardation. In other words, they viewed their problems
and needs in much the same way that other citizens might.

Wolfensberger (1980a) deplored the need for research to demonstrate
that devalued members of our culture possess the same feelings, behavior,
and capacity to change as other, nondevalued citizens. He argued that it
should be obvious that all persons would benefit fzom culturally valued
environments, convenient services, warm interactions, positive social im-
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ages, and the like—factors that would be considered desirable by nearly
anyone. Heal, Sigelman, and Switzky (1978), however, cautioned that an
empirical base may be necessary to prevent a swing of the pendulum of
enthusiasm in the direction of pessimism in residential services.

QUALITY OF LIFE AND SOCIAL INTEGRATION

305 A rns gt

‘
I

One question th:! should be asked with regard to the current status of
community integration efforts is this: Compared with their neighbors, how
do citizens with mental retardation fare with respect to quality of life? This
is an area of research that has significant implications for current com-
munity service models and for attempts to achieve true community inte-
gration. Existence in the community may denote physical integration, but
this may be different from social integration, (Wolfensberger, 1980b). Mea-
sures of quality of life will be important in the assessment of the latter.

For example, Keith et al. (1986) studied quality of life questionnaire
scores of 101 persons living in two small midwestern towns. Specifically, :
the scores of 44 adults with mental retardation were compared to scores
from 57 of their neighbors. The persons with mental retardation lived in
homes or apartments in the two town., and the neighbors resided next
door (1 = 28) or within two blocks but not next door (n = 29). The quality
of life scores of the neighbors were found, as a group, to be significantly 5
higher than those of the persons with mental retardation. The two groups
of neighbors were compared with each o*her in order to assess the pos-
sibility that living next door to individuals with mental retardation might
alter neighbors’ perceptions of quality of life. There was no significant
difference between the two groups of neighbors.

Subsequent analysis (Kixmiller, Keith, & Schalock, in press) of responses
to three specific questions (“"How do you like this town?”’ “How do your
neighbors treat you?”” “How often do you talk with the neighbors, either
in the yard or in their home?”) revealed some interesting patterns. Neigh-
bors reported significantly higher scores on the 1tems “How do your neigh-
bors treat you?” and “How often do you talk with your neighbors?” However,
on the question “How do you like this town?”, no significant difference
was found between the groups. Although these citizens with mental re-
tardation seemed to like their tov ns as well as their neighbors, they clearly
viewed their interactions with those neighbors differently, and not as fa-
vorably. In addiiion, a separate analysis (Kixmiller et al., in press) indicated
that, on all three questions, persons with lower levels of need (see Schalock
& Keith, 1986, and Schalock et al., 1989) had significantly higher quality
of life scores.

The pattern for these two communities is clear. Neighborhood residents
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with mental retardation do not enjoy (or at least perceive) equal treatment
from, or as frequent interaction with, their neighbors as do other people
living in the same towns. Further, individuals with low levels of need
experience more frequent and satisfying interactions with their neighbors
than do persons with higher need levels. These findings suggest that while
these persons are physically integrated in the commurity, they are not
fully integrated socially. In fact, some might question whether loneliness
and unhappiness are characteristic of their existence and a reduced quality
of life (Schalock, 1988).

There is some apparent tende ncy for adults with mild mer tai retardation
living in the comr wnity to score higher than other persons on self-reports
of depression (Prout & Schaefer, 1985) and for such depression to be as-
sociated with low levels of social support and poor social skills (Benson,
Reiss, Smith, & Laman, 1985; Laman & Reiss, 1987). However, it is not
clear wlether these relationships are causal in nature, and it seems to be
the case that social skill training can be effective in treating symptoms of
depression in this population (Laman & Reiss, 1987). It does seem clear
that adults with mental retardation can provide self-reports on their emo-
tional states (Kazdin, Matson, & Senatore, 1983) and that emotional anguish
may in some cases be the result of stigmatizing treatment by others (Dud-
ley, 1987).

As a part of a larger study of quality of life in the community, Hoffman
(1980) measured self-reports of loneliness among individuals with mental
retardation. She found that t iere were few reports of loneliness and that
about three out of four of lLer interviewees considered themselves less
lonely than other people. Additional research has suggested that adults
with mental retardation, like other perscns, seek intimacy and marriage,
but often have difficulty in finding mates (Drew, Logan, & Hardman, 1988).

OUTLOOK

Being a “client,”” Wolfensberger (1988) asserted, ranks high on the list
of those things dangerous to persons with mental retardation. It is likely
that satisfactory quality of life levels and true community and social inte-
gration will await the emergence of legitimate generic roles. Clients will
become employees and persons with mental retardation will become simply
neighbors. Individuals are sensitive to the impact of labels and as a result
suffer the consequence o. their fellow citizens’ misconceptions and expec-
tancies (Dudley, 1987). We might predict that true integration will bring
less artificial visihility to individuals with mental retardation who will be:

.. Jiving in ordinary houses and apartments like yours; passing ycu
or standing next to you on the streets, riding with you on buses, trolleys,
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and subways; rubbing elbow's with you in shopping centers; going to
public school with the other kids on the block; working in the same
building where you work; making money and paying taxes; seen in
restaurants, theaters, and at athletic events; sitting beside you in churches
and synagogues (Perske & Perske, 1980, p. 77).

It will be necessary that we show sensitivity to the perception of quality
of life of individuals (Landesman, 1986) and that we give attention to the
integration, service needs, and satisfaction of persons across the lifespan
(Schalock & Lilley, 1985). Continued development of improved quality of
life measures can be expected (see Chapter 16, this volume; Lehman, 1988).

Just as social validation has become a significant issue of interest to
behavioral engine-rs, it will increase in importance to those planning and
delivering community services. To the extent that community services are
seen as socially acceptable, normal, and useful by their consumers and
neighbors, persons with mental retardation are likely to enjoy more sat-
isfying lives. The attempt to measure quality of life is a step toward a useful
social validation and may help us along to the point to which one such
person aspired:

The community has to accept us. We're handicapped. but we have
needs like everyone else. Some of our needs are special, but they have
to be accepted. We're not asking for your blood—we're just asking to
be treated as you’d want to be treated, if you were in our position
(Williams & Schoultz, 1982, p. 82).

Finally, personal satisfaction depends in large measure upon a sense of
control over one’s own life. This has been shown for persons with mental
retardation as well as for the population at large. That is, persons with a
strong sense of control feel high satisfaction with their lives. This sense of
empowerment, autonomy, and independence is likely to provide the foun-
dation for an improved quality of life. Our ability to define ard measure
it is the new challenge in program evaluation.
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Quality of Work Life

William E. Kiernan and Kari Knutson
Children’s Hospital, Boston

Quality of work life (QWL) is a concept and practical tool that has been
discussed, examined, and debated by social scientists, psychologists and
the business world for more than 20 years (Beer & Walton, 1987; Faucheux,
Amado, & Laurent, 1982; Nadler & Lawler, 1983; Sashkin & Burke, 1987;
Seashore, 1975). The definition and application of QWL reme:in rather
vague, despite the attention QWL has received over the years. Essentially,
QWL 1s an attempt to understand, both individually and in an interactive
fashion, the individual, organizational, and social dynamics of the work-
place (Bowditch & Bouno, 1982; Faunce & Dubin, 1975; Sashkin & Burke,
1987).

Recently, QWL has been applied to the human service and disability
fields as a component of its parent construct, quality of life (Edgerton, 1975;
Goode, 1989; Heal & Chadsey-Rusch, 1985; Schalock & Heal, 1988). Quality
of Life (QOL) is becoming an increasingly popular methed of evaluating
individual, group, and societal satisfaction in all spheres of life: residential,
recreational, and vocational (Bowditch & Bouno, 1982; Nadler & Lawler,
1983; Schalock & Heal, 1988; Taylor, 1987). A basic tenet of this chapter is
that the individual's QWL cannot be discussed in isolation from the QOL
in any other life sphere.

The working environment as a focus for identifying and examining qual-
ity issues is just emerging, joining residential, social, and personal spheres
as an area of interest (Charland, 1986; Goode, 1989; Kolodny & vun Beinum,
1983). There are numerous reascns for this new vision of work, including
many historical precedents and contemporary attitudes and events. It is
important to emphasize at the onset that work is becoming increasingly
important not only because of the amount of time that people spend on
the job, but also because work is assuming a larger, more meaningful role
in most people’s lives (Taylor, 1987).

Work is often a vehicle through which we establish our identity and
place in society, our peer groups, and the level of economic independence
we realize (Hollay Jd, 1983; Super, Starishevsky, Matlin, & Jordaan, 1963).
This fact alone supports the need for organizations to take a closer look at
how well they provide individuals with opportunities for satisfaction and
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success on and off the job. Work is elearly playing a more significant role
in people’s lives; in response, organizations are beginning to recognize that
they have a primary responsibility to their employees (Bowditch & Bouno,
1982).

The remaining sections of this chapter examine QWL from three per-
spectives, including that of industry, as a definitional and operational per-
spective, and finally a disability-based perspective. When something is so
malleable as QWL, it is essential to have one central theme to which one
can always return. This theme is presented in the following definition of
QWL adopted by the authors:

- - QWL is an individual's interpretation of his/her role in the work-
place ard the interaction of that role with the expectations of others.
The quality of one’s work life is individually determined, designed,
and evaluated. A quality work life means somethi..g different to each
and every individual, and is likely to vary according to the individual's
age, career stage, and/or position in the industry.

INDUSTRY PERSPECTIVE

Historical Precedents

Over the past 20 years, QWL has evolved through various definitional
stages, each having contributed to the current conceptualization of the term
(Bowditch & Bounc, 1982; Davis & Cherns, 1975; Sashkin . Burke, 1987).
Academia and the business world have long been concerned with the
psychology of the workplace, particularly focusing on the attitudes and
behaviors of workers as they affect individual productivity and, corre-
spondingly, the company’s bottom line (Faunce & Dubin, 1975; Goode,
1989). Such issues have been addressed historically under the concept
Organizational Development (OD). The more recent focus on quality is an
attempt to resolve the conflict between bottom-line and humanistic values
in OD (Gadon, 1984; Kanter, Summers, & Stein, 1986; Sashkin & Burke,
1987). In response to this and other changes, QWL has evolved into an
expansion of the business world’s OD programs.

Origin and Development of QWL

The term QWL was first used in the late 1960s, originating with General
Motors and the Unitec Auto Workers to describe workers’ levels of job
satisfaction. Irving Bluestone coined the term Quality of Work Life, which
began as a variable expressing the level of worker satisfaction and devel-
oped into an approach and series of programs designed ultimately to in-
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crease worker productivity (Goode, 1989). Labor-management cooperation
guided the development and .mplementation of these early QWL efforts,
resulting in workplaces where emplcyees participated in problem-solving
and decisionmaking efforts to improve their work lives. In addition, man-
agement attitudes became moré concerned with the individual's welfare,
stressing positive interpersonal relationships and overall improved work-
ing conditions (Bowditch & Bouno, 1982; Goode, 1989). 3

In the mid 1970s, QWL was considered in light of specific changes and :
methods that could be instituted in companies not only to enhance bottom
line productivity, but also to increase employee identification and a sense
of belonging and pride in their work (Davis & Cherns, 1975; Faunce &
Dubin, 1975; Sashkin & Burke, 1987). Examples of these approaches include
work teams, autonomous groups, job enrichment, and sociotechnical change
(Charland, 1986; Gadon, 1984). Such approaches can be very effective, but
must not be seen as cure-alls that can be introduced and implemented in
a “connect the dots” fashion. These types of programs are frequently what
comes to mind when one thinks of QWL.

By far the most complex view of QWL is the social movement or overall
commitment not just to the bottom line, the employee, or society, but to
the interaction of the three (Kanter et al., 1986; Modic, 1987; Sashkin &
Burke, 1987; Taylor, 1987). QWL has come to be seen as more than an
array of services; it is a holistic individual, organizational, and societal
response to work-related attitudes. It cannot be understood outside the
context of the individual’s whole life. As reinforced by the scope of the
other articles in this book, QOL is a broad phenomenon that must be
viewed as the interaction of all life domains. By this discussion of QWL as
a separate concept, the reader should not assume that it is a process that
can be assured through manipulation of the work environment: it must be
considered in light of the whole person if one is to understand and impact
the QWL for an individual.

Key Concepts In QWL

To summarize QWL from the perspective of industry, one can use three
key concepts that are manifest in QWL attitudes and approaches. These
are productivity and job satisfaction. participative management style, and
flexibility in meeting individuals’ needs (Sashkin & Burke, 1987).

Productivity and Job Satisfaction.

Although the research is inconclusive, there is a prevailing belief within
organizations that individuals who are highly satisfied with their jobs are
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more productive (Bowditch & Bouno, 1982). This is the fundamertal reason
why management invests the time, money, and energy toward improving
the QWL of their employees. Regardless of the bottom line, productivity
and job performance are often not presented in QWL aims in order to
prevent workers from perceiving that management is merely trying to get
more productivity out of them at no cost (Sashkin & Burke, 1987). There
has been some evidence showing that QWL efforts result in higher product
quality, lower absenteeism, lower employee sabotage, fewer grievances,
and good publicity (Goode, 1989).

Participative Management Style.

As noted earlier, a participative management style has become almost
universally accepted as a significant QWL concept (Bowditch & Bouno,
1982; Davis & Cherns, 1975; Kolodny & van Beinum, 1983). The core of
QWL is the opportunity for employees at all levels in the organization to
have an impact upon the working environment by participating in deci-
sionmaking processes regarding the job and thereby enhancing self-esteem
and the level of satisfaction realized. Development of decisionmaking
mechanisms such as work management problem-solving committees or
task forces has been a common strategy to enhance QWL. Essential to the
successful improvement of QWL is a meaningful involvement of the worker
in all decisionmaking processes (Goode, 1989).

It has become management's responsibility to support the worker’s need
to be an active participant in the day-to-day decisions that affect his/her
job and the company as a whole. The company that is serious about qualit;,
and recognizes those employees who do a good job, produces satisfied
and productive employees. The worst thing that management can do is to
ask workers for their input, opinions, and concerns, and then not utilize
them. The result 1s disillusioned and frustrated workers who frequently
experience such stress-related pathologies as suicide, addiction, and di-
vorce (Yankelovich, 1988).

Flexibility in Meeting Individual’s Needs.

This flexibility allows workers to custommake their work spaces while
keeping in mind the expectations of the industry. Additionally, tlexibility
aows employees to balance more effectively the demands of the social
and residential aspects of their lives so that they can enhance their entire
quality of life (Gadon, 1984; Kanter et al., 1986; Sashkin & Burke, 1987).
Again, the theme is that QWL means different things to different people.
This attitude increasingly results in more individualized benefits packages
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to meet the many and varied needs of today’s employee. The relationship
of this need to be flexible to the changing role of work in our suciety is
ad.ressed further in the next section.

DEFINITIONAL AND OPERATiONAL PERSPECTIVE

As noted above, QWL is currently defined as a social movement. As
such, it is interdependent with other aspects of life. QWL is not simply a
series of services or programs offered to an employee by an employer or
a menu of fringe benefits or perks available. Rather, it is a philosophical
commitment to the development of an interact.ve relationship between the
worker and the employer. Each of the three key concepts of QWL discussed
in the preceding section—productivity and job satisfaction, participative
management, and flexibility —produvces a whole set of challenges to indi-
viduals, organizations, and society at large. The question is, “What must
we do to meet the needs and expectations of all involved, such that people
in organizations will have healthy v’orking relationships?”

QWL Is Interactive

In order to better understand the interdependent nature of QWL, we
must consider it as part of a larger social system QWL is not just what
the worker needs, but the interaction of the expectations of the work place
and the needs of the individual as well. It is when there is a match of the
industry expectations with the employee needs that heightened levels of
satisfaction are realized (Getzel & Guba, 1957). This social system model
notes that the needs of the individual reflect the personality of that indi-
vidual, while industry’s expectations reflect the role that the workers should
and must play in that industry. When there is compatibility of the expec-
tations and the needs, the level of satisfaction realized is high. When *here
is diss' nance, where the worker does not meet the expectations of the
industry or where the needs of the individual are not met by the industry,
the levels of job satisfaction and QWL for industry and the individual are
poor. Ultimately, the resolution of this dissonant state is through a change
in the individual’s needs or a dissolution of the employment relationship.

QWL Is Responsive To The Environment

QWL does not exist in a vacuum. Changes in demand for business
services, labor supply, and societal expectations have led to major shifts
in the workplace. Concerns about profits persist as industry acknowledges
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the needs of the marketplace and its valuable asset, the workforce. Some
of the factors that have led to this include (Bogue, 1985; Harris, 1987):

® A movement from a manufacturing to a service industry, reflected by
a threefold increase in service over manufacturing jobs, with this trend
expected to continue and increase to fivefold by 1995;

® Reduction in the number of yoanger workers entering the labor force,
with an estimated 27% reductior: in 19-year-olds entering the work
force in 1995 (as compared with 1985);

® Continued early retirement patterns, with the average retirement re-
maining in the upper 50s;

® Ar increase in the number of persons over the age of 65, thus in-
creasing the demand for services such as shopping, transportation,
health care, home services, and so forth; and

® An increase in the number of women entering the work force, with
more than one-half of the work force in 1995 expected to be made up
of female employees.

Changes in demand with the associated decline in supply has stimulated
industry to pay more attention to the needs of the worker as well as the
interests of the customer (Bluestone, 1989). The motivation to respond to
employee needs has led to an increased interest in the adoption of practices
that increase productivity, decrease absenteeism, and improve employee
morale and commitment to the company.

Evolution in the Role of Work

The changes noted above have led to a greater awareness of worker
needs. As noted by Yankelovich (1988), jobs are critical to identity and
general happiness for workers not only on the job but outside the job as
well. Work has been a form of self-expression in many ways. The more
educated workforce of the baby boom generation is looking to the job not
just as a means of economic independence, but also as a mechanism for
social and interpersonal support (Bogue, 1985; Harris, 1987). The emphasis
upon work and the concepts of work is now coming from the worker, who
receives not only pay but also social and emotional support, an outlet for
self-expression, and an arena for interpersonal interaction. Work estab-
lishes an identit; for the worker, creates opportunities for social and peer
group development, creates a means of economic independence, and es-
tablishes a sense of self-worth (Kiernan, Schalock, & Knutson, 1989).

The role of work is not a constant role, but rather an evolving one.
People’s needs change over time, with work taking on more or less sig-
nificance depending on one’s age and other factors such as family demands,
personal goals, and income expectations. This again reinforces the inter-
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Table 11.1 Sociclogical Classification of Work Stages *

R SIS B 2 e g o A b

Preparatory work Development of an orientation to the world of work
period through hoine, neighborhood, and school activities .
Initial work period First part-ime or summer work experience at about :
the age of 14 (a marginal worker) 3
Tnal work period Entry into the regular labor market some time

between 16 and 25 years of age and continuing
until a stable work position is located (usually after
considerable changing of jobs until the type of work
is found in which the individual car: hold own) at

about age 35
Stable work period At about age 35 and continues until about age 60
Retirement period Begins at age 60 or 65

1 Adapted from Holland (1983) and Super et al. (1963).

active character of QWL. When considering an individual's QWL, it is
important to pay attention to where the person is in terins of job or career
deveiopment. The work stages presented in Table 11.1 provide a conceptual
frame from which to vizw QWL. In the preparatory and initial work pe-
riads, what the individual views as critical may differ from what is viewed
as critical during the trial work period, the stable work period, or the
retirement work pariod. For example, in the early work stages, such as the
initial and trial work pericds, many people are more concerned about
experience than money, whereas in later periods, issues of salary, success,
and security seem stronger. The factors that the employee values vary
depending upon what the work stage is. Thus, in assessing the QWL,
consideration of what work stage the employee is at is {.nportant.

QWL as a Series of Services and Programs

In an effort to expand QWL for employees, a number of activities have
been attempted, including persoral and professional development, work
redesign, team building, work scheduling and total organizati nal change
(Gadon, 1984). The specific activities are designed to create opportunities
for involvement of employees in the day-to-day work assignments and in i
the creation and maintenance of thei personal work space. The more
important of these activities are summarized in Table 11.2. The thrust of
these activities is to increase the involvement and the commitment of the
employee to the company. The intent of industry in initiating such activities |
is twofold; increased profitability through decreased turnover and in-
creased productivity and a more invested and satisfied work force. Because
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Table 11.2  Activities To Enhance Quality of Work Life

T ok

Personal and Professional Development

Maragement by objective

Peer counseling

Employee assistance support service
Physical health improvement

Work Redesign

Job enrichment
Work flow reorganization
Work redesign

Team-Building

Quality circles

Participation teams

Task workers

Project groups

Joint labor-management productivity commuttees

Work Scheduling

Flex time

Staggered work hours
Compressed work week
Job sharing

Part-time work

Organizational Chunges

Profit-shanng programs
Joint ventures
Combined ownership programs

the competitive edge in many areas is quality, management is paying in-
creased attention to what employees need and say (Charland, 1986; Modic,
1987; Taylor, 1987).

The Variables that Constitute QWL

Along with those impler. enting QWL programs in the private sector,
social scientists are also busy attempting to operationalize QWL. A number
of reports have identified key variables that enhance QWL (Davis & Cherns,
1975; Gadon, 1984; Seashore, 1975; Taylor, 1987; Walton, 1975). For ex-
ample, Walton (1975) identified eight key variables that must be present if
a high level of QWL is to be experienced. These are summarized in Table
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Table 11.3 Quality of Work Life Variables

e,
 beitda it o

I
it

Adequate and Fair Compensation
Safe and Healthy Working Conditions

P
rr

al‘f&’“"}' ::k:iu*f

- Reasonable hours
- Minimize risk of injury or iliness

45
i, G

10,03

Ll e
Wb ol e

Immediate Opportunity to Use and Develop Human Capacities

- Autonomy or self-control in job

- Range of skills and abilities used or learned

- Knowledge of results of actions on job

- Knowledge of entire task and meaningfulness of tasks
- Opportunity to get involved in planning

5
fn

ol giie,

Opportunity for Continued Growth and Security

!

R R R A I R R e R L

- Development of one’s capabilities

- Possibility of using skills in the future
- Advancement opportunities

- Job or income level secunty

Social Integration in the Work Orgarization

- Freedom from prejudice

- Equal opportunities

- Percentage of job mobility

- Supportive primary work group

- Sense of community beyond work group
- Interpersonal openness

Dt 1 B

Constitutionahism 1n the Work Organization

- Privacy :
- Free speech .
- Equity :
- Due process

Work and the Total Life Space
- Balanced role of work
Social Relevance of Work Life

- Social responsibility of the work organization

11.3. It is clear from this listing tha. QWL pertains not just to earnings and
work space, but also to a number of factors that impact work directly and
indirectly, including working conditions, growth opportunities, social in-
tegration, constitutionalism, and the social relevance of work life. QWL,
like quality of life, is a complex set of factors that contribute to the workers’
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sense that their contributions and involvement will make a difference in
the production of the materials or delivery of services, and that those
services and materials are valued by society.

DISABILITY-BASED PERSPECTIVE

As the reader has no doubt noted, no reference to persons with disabilities
has yet been made by the authors. This is intentional and reflects the authors’
strong conviction that the variables constituting QWL are consistent, regard-
less of the presence or absence of a disabling condition. Thus, we have
examined what constitutes QWL in general. This is, however, not to say that
the auticors feel that persons with disabilities have or will have the same or
similar employment opportunities as persons without disabilities. The lack of
employment opportunities is certainly a critical issue for those of us interested
in integrated employment for persons with disabilities (Kiernan & Schalock,
1989). If there is no opportunity to work, then there can be no QWL for the
individual. It is up to each of us to advocate, encourage, and create employ-
ment opportunities for persons with disabilities so that the QOL variables
presented thus far in the chapter will help to maximize the independence,
productivity, and integration for all adults.

Implications for Persons with Disabilities

Many people are concerned about now to enhance the QWL for indi-
viduals with disabilities. Some initial efforts to define QWL implications
for such individuals have been done. At a national conference on QOL for
persons with developmental disabilities (see Goode, Chapter 6), it was the
consensus of those professionals, consumers, advocates, parents, and pro-
viders participating that in definitqg QWL there is no need to differentiate
the factors that constitute QWL between persons with and without disa-
bilities (Schalock, 1987). At that same meeting, the foliowing three resolves
were made:

1. QWL is the same for people with and without disabilities.

2. QWL is a matter of consunier rather than professional definition.

3. QWL is a social phenomenon and a product primarily of interactions
with others.

There is a need for the disability field to make a conceptual commitment
to the philosophy of QWL. Professionals and policy makers must begin to
adopt the precepts of the participative management style by confronting
the issues that perpetuate low QWL for both consuners (individual em-
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ployees who have disabilities) and human service providers. More specif-
ically, if the concepts of QWL are felt to be important, then the role of the
person with disabilities in the decisionmaking process must be clearly sup-
ported by parents, professionals, employers, and society. To assure QWL,
we must assure opportunities, choice, and experience for persons with )
disabilities. i

Policy and Research Implications

The concept of QWL does not reflect the presence or absence of a dis-
abling condition, but rather the acknowledgeraent that workers must be
involved in the decisionmaking process and feel ownership in all aspects
of the job if they are to feel that their QWL is sufficient. For persons with
disabilities, the evaluation of QWL begins not with an assessment of the
individual’s perception of the key characteristics that constitute QWL, but
with an examination of the job selection process. Frequently for persons
wiih disabilities, development of employment opportunities is done by an
external source seeking out job openings, placing the individual in em-
ployment, and assuming the person with a disability should be satisfied
with the position for many years to come. Overall, the QWL for individuals
with disabilities is considerably compromised in many instances because
persons with disabilities are not incorporated into the decisionmaking pro-
cess for identifying, obtaining, and maintaining employment. It is critical
that persons with disabilities participate in the decisionmaking process and
that they have full involvement in the selection of their jobs. The right to
choose is an important right for all persons. We need to teach persons with
disabilities how to recognize their options and how to make choices. They
must be given sufficient experience and opportunity to do so.

Given the involvement of the individual with disabilities in the job se-
lection process, it is appropriate to examine the more traditional concepts
of QWL. Because work is a dynamic eapcrience, one must frequently make
choices based on changing expectations (thatis, new job demands, different
co-workers/supervisors, etc.). Thus, any QWL evaluation must be flexible
and able to reflect the changing needs of the individual and the evolving
expectations of the job. The key variables summarized in Table 11.3 can
serve as a basis for such an evaluation.

Additionally, any assessme it of QWL must consider the issues of pres-
ence, opportunity, access, anu interpretation. The work environment must
provide the basic characteristics constituting QWL. Wher some or all of
the key variables are not present, as in those instances where the work
space is hazardous, the wages are inadequate, and/or the options for growth
are limited, the chances of achieving a high QWL are poor. In other in-
siances, when such key variables are present yet the individual is not given
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the opportunity to participate, again the level of QWL will be reduced. In
these two instances, the issue is a reflection of a deficiency in the workplace.
There are occasions when the presence and opportunity are available yet
the worker will not access these. The reasons for lack of access can be
many and might include lack of skills, unwillingness or lack of intent, or
absence of interest. All three situations—presence, opportunity, and/or
access—can adversely impact the QWL achieved by the employee. How-
ever, even if the key variables are present, the opportunity to participate
is available, and the worker accesses that opportunity, the perception of
QWL for the individual may be low because of incompatibility of need and
expectation for the worker and the job.

The measurement of QWL is a complex process that reflects numerous
variables and the interaction of the individual worker with these variables
in a specific environment. What is quality for one individual in one situation
may not be perceived as quality to someone else. Additionally, QWL may
change with changes in job expectations or changes in the needs of the
individual. It is essential that any assessment of QWL take into consid-
eration a set of key variables that may fluctuate over time and in importance
for the individual. Furthermore, the perception of the individual regarding
his or her specii.. environment at a point in time is what will uitimately
constitute the individual’'s sense of QWL. Therefore, a thoughtful assess-
ment procedure for documenting QWL must include:

® Identification of key variables constituting QWL;

® Clear strategies to assess these variables upon the following domains,
including the presence of these on the job, the opportunity for the
individual to interact with these variables, the level of access that the
individual exercise, and the level of satisfaction expressed by the worker
with each variable at a specific point in time;

® A procedure to evaluate (quantitatively and qualitatively) the match
of the needs of the individual to the expectations of the job (the
“goodness of fit” measure of the persons to the position using the
key variables constituting QWL).

Thus, measurement of QWL, just as measurements of success in em-
ployment, is not solely through doliars earned, but involves a combination
of factors including the perception of individuals and their roles in the
decisionmaking process, actual and perceived level of control of the work-
space, options for growth, level of perceived significance of the contribution
made by the worker to the goods or service provided, the impact of work
on other life areas, and the feel of economic independence realized through
work.

Additionally, there are a number of policy implications that emerge. For
persons with disabilities, frequently the opportunity to decide what types
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of work to enter is compromised. Thus, the QWL for persons with disa-
bilities may include some measure of independence, decisionmaking, and
opportunity for selection of types of jobs sought. Also, as for all employees,
it is important to ascertain the level of satisfaction regarding tasks per-
formed, level of integration, level of autonomy, level of opportunity for
independent decisionmaking, and, ultimately, the acceptance and satis-
faction derived through employment.

In conclusion, it is clear from the above discussion that QWL is a com-
plicated phenomenon. It reflects a philosophical commitment by employers
and employees to work constructively to establish an interactive commu-
nication system that allow's each to have an opportunity to influence the
levels of independence, autonomy, and self-esteem realized through em-
ployment. QWL changes over time and rnust reflect the differences for
individuals in their early, stable, and retirernent years. In examining QWL,
it is clear that the variables that are important for persons without disa-
bilities are the same variables that are important for those individuals with
disabilities. Thus, the authors have not made a distinction between persons
with and without disabilities in looking at the variables that contribute to
QWL. However, to achieve an increased QWL for persons with disabilities,
additional efforts are necessary to incorporate these individuals into the
decisionmaking processes, not only in the workspace but also in the se-
lection of the tvpes of work involved. This level of involvement by em-
ployees will lead to an increased sense of QWL. This increased sense will
have the secondary brnefits of increased productivity and reduced costs
to industry. Thus, by attending to those areas that enhance QWL, em-
ployees, industry, and society all win.
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Growing Old with Dignity: On Quality of
Life for Older Persons with a Lifelong
Disability

Matthew P. Janicki

New York State Office of Mental Retardation and
Developmental Disabilities

The difficulties inherent in defining the factors associated with the notion
of quality of life (QOL) for persons who are elderly and who are mentally
retarded are analogous to those associated with those for others who are
justelderly or who are living their lives with a disability. The key difference
between daily life for a person in the general population with at least
minimal capacity for self-determination and independence and one who
has special needs because of dependency is that the individual who is
independent can potentially define what his or her day will be like. De-
pendency often denies an individual that freedom of choice and brings
with it the onus of responsibility for others to provide. The interaction of
the definition of freedom by two individuals with conflicting needs is what
tests quality of life—for the provider must give care and the recipient of
the care must be provided for. Who defines what is to be done? Freedom
to make choices is the root of this concept.

In our culture, we highly value the ability to define our lives and make
independent decisions about what we do, where we live, how we spend
our time, what we eat, with whom we socialize, and so on. Of course,
realism tempers these freedoms. Our income level defines our options for
where we live, our experiences and opportunities define what we can do,
and our networks define with whom we socialize. Persons with lifelong
disabilities who are elderly may have limited options to exercise these
decisions.

Gerontologists have long debated the qualitative points of old age (Ach-
enbaum, 1986; Neugarten & Neugarten, 1986). However, there is general
recognition that with social and financial supports, old age for contem-
porary Americans is easier than it was for age peers several generations
ago. In many instances this is also the case for adults with mental retar-
dation. However, generational differences in lifestyle and service availa-
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bility do exist. The qucstion can be posed: Is life better now for older
Americans with a lifelong disability?

FACTORS THAT CONTRIBUTE TO QOL

What factors contribute to what we consider quality of life? Lawton (1983)
characterized “the good life” for older persons as composed of four sectors:
behavioral competence, psychological well-being, perceived quality of life,
and objective environment. Within the sector of behavioral competence.
he included a hierarchy that includes health, functional health, cognition,
time use, and social behavior. He posited an interrelation among these
sectors that influences the self, which in turn reenergizes the factors.

Blunden (1988) offered several dimensions that ke considerad integral
to quality of life for all persons, including those with mental retardation:
(a) physical well-being, (b) material well-being, (c) social well-being, and
(d) cognitive well-being. Each is described briefly below.

[ + TR . e CEPTVEN
s o i 55 <t 1858 > I T LR e AP e o it o Lty

Physical Well-Being

Certainly, health or physical well-being is fundamental to other aspects
of quality of life. Freedom from the debilitating effects of illness or disability
is an important consideration for persons with mental retardation who are
aging or elderly. The limitations of old age or lifelong physical disability
can confound the individual’s ability to continue to be independent and
this can lead to profound impediments to lifestyle.

i d ke il

Material Well-being

Material well-being is the ability to gain and use at one’s discretion
disposable income, to live in quarters of acceptable physical quality, and
to have material possessions of a desirable quantity and quality. Such
objective environmental factors have a relationship to perceived quality of
life (Lawton, 1983). The implication is that where one lives and under what

conditions have a significant effect upon one’s perceived level of satisfac-
tion.

Social Well-being

Blunden (1988) noted that the dimension of social well-being offers a
vital element to most people’s lives. Being part of the greater community,
having relationships, being able to make choices, exercising competence
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(in communication, mobility, self-help, and social and leisure skills), and
being the object of respect are all important ingredients of social well-being.
Irdeed, class differences can affect social involvement and consequently
subjective well-being (Kearney, Plax, & Lentz, 1985). Although choice is a
factor in life satisfaction, being able to exercise choice means having the
social and economic status that permit the exercise of choice among options.
Further, being able to express one’s being as a member of society with the
same entitlements and rights as others have is an important facet of social
well-being, (Cotten & Spirrison, 1986).

Cognitive Well-being

This dimension is particularly important when one examines the ger-
ontological literature, because it involves one’s own perception of QOL
and life satisfaction. Most research has shown that well-being is strongly
related to socioeconomic factors, degree of social interaction, and aspects
of living situations (Larson, 1978). Again, the notion of being in a position
to exercise choice apparently is tied to greater cognitive well-being and life
satisfaction. Further, societal referents are important contributors to self-
perception. Clark (1988) made the point that advertent or inadvertent per-
jorative labelling of older persons can lead to diminished self-esteem. He
noted that such labelling can restrict autonomy, life chances, and oppor-
tunities.

What is evident from this brief overview is that these notions are not
particularly different from those noted in other chapters in this book or by
writers in the gerontological literature. However, what makes these notions
special is the confluence of age and disability and their relation to a number
of contextual variables. The balance of this chapter will address three of
these contextual variables. To set the tone for the ensuing discussion, I
would like to pose several assumptions:

¢ We are becoming an aging society.

® Societal attitudes will affect the quality of life for older adults with
mental retardation.

® The degree and extent of quality of life factors for older adults with
mental retardation will be qualitatively similar to those for other older
adults.

® Transitional occurrences will present challenges that affect the lifestyle
of older adults with mental retardation.

THE NATURE OF THE OLDER POPULATION

Societal attitudes are often framed by what a majority of the population
thinks about minorities within that population. Minorities are characterized
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as groups of people who, because of age, racial, physical, cultural, or other
characteristics, are singled out from others in the society in which they live
for differential and unequal treatment and who therefore regard themselves
as objects of collective discrimination (Wirth, 1945).

Elderly persons in our nation have been viewed as a minority group; as
a consequence, they have been stereotyped and discriminated against be-
cause of their age. Such discrimination occurs when the minorily is ascribed
a devalued status. Minority populations can also have valued status. Val-
ued status can come from numbers, power, or wealth. Although the pop-
ulation of the United States will never be totally elderly, the character of
the population is changing dramatically, and what many have viewed as
a passive minority may not remain such for long. Indeed, economists are
already predicting that our nation’s senior citizens will control a significant
share of the available disposable income in the nation. This will continue
to increase well into the twenty-first century. Such economic wealth should
translate into considerable economic power, enhanced valued status, and
a changed perception of what it means to be elderly.

In fact, current demographic trends portend that older persons will
become a sizable segment of our nation’s population. In 1960, there were
approximately 16.7 million persons in the United States age 65 and older,
comprising slightly more than 9% of the population. In contrast, the same
age population numbered 25.5 million persons in 1980, representing slightly
more than 11% of the nation’s total population—a 53% increase in just 20
years. Expectations are that by 2040, this same age group will have grown
to represent 20% of the population. Further, there has been a dramatic
growth among older generational groups. In the 20-year period 1960-1980,
the number of individuals aged 75 to 84 rose 65%, and the number of those
age 85 and older increased by 174%. Indeed, the age group 85+ is the
second fastest growing segment of the nation’s population. Currently, over
60% of all older persons are between the ages of 65 and 74, 30% are between
the ages of 75 and 84, and about 9% are aged 85 and older. Because women
tend to outlive men, the majority of the nation’s older popuiation are
women; this disparity in longevity increases with advancing age.

Many of these same trends hold true for older individuals with mental
retardation and hold significant implications for service providers. Expec-
tations are that the nation’s population of older mentally retarded persons
will also double over the next 30 years. (National Institute on Aging, 1987).

What of the current older population of adults with mental retardation?
Some estimates put this population at between 200,000 and 500,000—de-
pending upon which prevalence estimation factors are used (Janicki, Seltzer,
& Krauss, 1987). A conservative es...aate is that for every 1,000 older per-
sons, 4 are expected to be persons with mental retardation. Studies have
also shown that up to one-fifth of the populations of state registries of
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mentally retarded indiv iuals are composed of seniors. Of this older group,
about 50% comprise the “’young-old” (60-74) group, about 32% comprise
the “middle-old” (75-84) group, and about 18% comprise the “old-new"
(85+) group. Age trends also show that women generally outnumber men
among mentally retarded persons over the age of 50 and, while the life
expectancy of men is increasing, the predominance of older women will
continue. Anecdotal information also indicates that many older mentally
retarded persons live with their families and continue to worx well beyond
the typical retirement age of the mid-60s.

These demographics show us that we must consider old age as an im-
portant aspect of the lifespan. An increasing older population will con-
stantly force us to contend with what and how services are to be provided.
These changes will also bear upon lifestyle and QOL factors. What other
factors can influence lifestyle? One is the manner in which society views
the elderly in general and older adults with mental retardation specifically.
Another is the challenges associated with the points of transition that
particularly uffect older adults with mental retardation and how these are
resolved.

SOCIETAL FACTORS THAT DEFINE VALUED STATUS

One of the underlying facets of the definition of quality of life for older
adults is how society defines this population and what status it ascribes
to it. What is important to consider is that older and elderly mentally
retarded persons do have to contend with the dual problems of how society
views both being old and being disabled. Indeed, our society has had a
built-in negative bias toward old age. Further, our society still exhibits
negative bias toward being disabled.

Consequently, one factor to consider is how cultural factors shape our
attitudes toward older and elderly persons with mental retardation. We
recognize that societal attitudes toward aging and societal perceptions of
aging persons with mental retardation interact to affect the nature of the
integration of older adults with mental retardation into the fabric of society.

Our society ascribes positive value to youth and a negative value to age.
Butler (1975), who coined the term ageism, noted that ageism is manifested
in a wide range of phenomena in the form of stereotypes and myths,
outright disdain and dislike, or simply subtle avoidance of contact; dis-
criminatory practices in housing, employment, and services of all kinds;
as well as epithets, cartoons, and jokes. Ageism represents a negative
societal attitude. It is a blatant prejudice against people who are old and
is demonstrated by an emphasis on youth and wellness—the antithesis of
our stereotypic perception of the elderly.
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There are some gerontologists, however, who believe that the notion
that older people are not valued is a social myth that has been perpetuated
without cause. Old age is a social problem in that aged persons have been
seen and see themselves as a minority group. As vsith the self-advocacy
movement in the mental retardation field, many older activists have moved
toward greater collective self-interest in order to overcome their subordi-
nate position in society.

A parallel negative attitude exists in terms of how some members of our
society manifest attitudes toward persons with hanaicapping conditions.
The term handicapism has been coined to characterize this attitude. Handi-
capism is also culture and generation bound; while many younger persons
are constantly exposed to mentally retarded and physically handicapped
persons, many older persons have not been so for the better part of their
lives. Many negative attitudes toward handicap among elderly persons
stem from a fear that they themselves can or will become infirm or disabled.
Further, different facets of American society show different levels of ac-
ceptance of differentness. People also tend to view disabilities along a basic
value continuum in relation to their ability to conform to majority stan-
dards.

Because of the polycultural nature of American society, each subculture
and class within it brings with it its own attitudes and perceptions toward
disablement and age. Some cultural groups are family and kin oriented
and perceive disabled members no differently than other members. Others
see disability as a stigma and the disabled individual becomes an outcast.
Between these two extremes are many variations (Janicki, 1987).

Research has shown that, in the greater scheme of society, persons with
a disability such as mental retardation are socially devalued. The impli-
cations of devaluation mean that it is difficult for that individual to be
accepted and to move freely within society. Further, how a person is per-
ceived affects how that person will be treated. If one of the tenets of
community irtegration is using generic or mainstream services—thus ex-
panding options and choices—then what are the implications of how dis-
abled people are perceived by other users of mainstream services? With
regard to older adults with mental retardation, the issue is how other users
of senior services react to seniors with disabilities who want to use those
services.

Many older adults in the United States have stereotypes and attitudes
toward disabled peers. I have been told by a number of senjor program
administrators that the individuals using their programs have very set ideas
about the center and what it is used for. These set ideas include how they
react to “outsiders,” irrespective of whether they are disabled or not. Con-
sequently, one major consideration with regard to quality of life is how
community attitudes of generational groups as well as cultural groups
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impinge on the choices that older adults with mental retardation can make.
Certainly, attempting to exercise one’s options will be affected by how a
select group of elderly persons accommodate newcomers within their midst
and, in particular, newcomers who have had a lifelong disability.

Our society is changing; it is growing progressively older and as such
it should become more accepting of old age. However, we ar«. not yet free
from ageism in all of its forms. Our society has also made more accom-
modations for its citizens with handicapping conditions, but has yet to
become fully accessitle. We have a growing population of oider and elderly
persons with lifelong disabilities such as mental retardation. We have mixed
notions of how best to provide services for this growing population. We
are torn between doing it ourselves and using generic elder care system.
We understand that it does not make sense to continue offering only seg-
regated programs; yet we are fearful that what others have to offer will
not measure up to our standards. What we do, in light of these attitudes,
wil be a measure of the QOL experiences in the future by seniors with
mental retardation.

FACTORS INTRINSIC TO OUR PROVIDER EFFORTS:
THE CHALLENGES

Among the factors that contributed to the historical lack of awareness
or concern about the aging of older adults with mental retardation, two
stand out: in the past, persons with severe mental retardation had a rel-
atively short lifespari; and many adults with mental 1< .ardation spent much
of their lives in public institutions. However, both more readily available
medical services and improved overall health status have contributed to
increased longevity. Further, with the nation’s deinstitutionalization efforts
over the past 20 years and an increased emphasis on the availability of
community living and support programs, many more older adults with
mental retardation are visible and present in the community. Conse-
quently, the combination of greater longevity with the increase in the
number of known individuals with mental retardation residing among the
general population has contributed to the greater awareness of aging among
this population.

Qualitative factors affecting the ability of older adults with a disability
to define their own lifestyle interact with what can best characterized as
problems of transition. These problems of transiticn pose a number of chal-
lenges to maintaining lifestyle and addressing quality of life concerns.

The Challerige of Setting Up Senior Services

In many states, increased longevity has created a demand for services
and programs that public authorities are unprepared to address. Over the
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years, states have developed child-oriented developmental and remedial
educational services as well as adult-oriented vocational and social devel-
opmental services. The transition to senior-oriented retardation services
(and the divergence from child to work-age adult program practices that
these demand) has been slow in coming.

Probably more importantly, there is still disagreement among mental
retardation policymakers and administrators as to the auspices and nature
of these senior services. Whether to create , .irallel senior programs within
the mental retardation service system or to collaborate with the aging net-
work in the use of existing or augmented senior services within that net-
work has not been resolved. This lack of consistency in policy has significant
implications for how services are defined and developed and the manner
in which the age-defined needs of seniors can be met. If service providers
build off younger adult work or habilitative models for programs and ex-
tend these models to senior services, they will create different challenges
than if they adapt models of senior services from the aging network. Fur-
ther, senior service models must recognize a different set of personal de-
velopment goals. These goals, in turn, will significantly affect quality of
life in the latter years.

The Challenge of Aging Families

Another challenge is related to the increasing number of adults with
mental retardation remaining at home throughout the lifespan. Living with
one’s family may be very fac'tative and certainly offers opportunities for
an enriched lifestyle. In some instances, however, living with one’s parents
can also be very restrictive and adversely affect lifestyle and QOL factors.

In the general population, it is primarily the family that provides most
services for an elderly person. Unlike other elderly persons, older adults
with mental retardation generally do not have children or a spouse on
whom they can depend for aid and support in old age. In some instances,
they live with very old parents who still provide for their day-to-day sup-
port; thus, the notion of the “two-generation elderly family.” In other
instances, siblings or the children of siblings provide care. However, be-
cause of advancing age, a deteriorating situation can lead to serious con-
cerns about well-being, particularly when an elderly parent (or parents)
retains the responsibility for the care of an aging adult son or daughter
with mental retardation.

The Challenge of Growing Old in One’s Home

Gerontologists refer to the phenomenon of aging in place, which means
growing oider while remaining in the same residential setting. The aging
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in place of older mentally retarded adults currently living in a variety of
community residential situations also poses a challenge to maintenance or
enhancement of lifestyle. Generally, this notion refexs to the problem of
the growing frailty of older individuals already living in a community
setting and the changing demands tl.at growing frailty makes upon the
staff and the environment. Many older adults with mental retardation living
in group homes and other similar settings began to reside in the settings
as young or middle-aged adults. With the passage of time, they have aged,
and their abilities and needs have changed. Some experience the medical
complications or increased frailty th~t accompany the normal aging process
(such as difficulties in ambulation, sensitivity to temperature changes, di-
minished vision and hearing, and impairments in fine motor dexterity).
Changes in quality of life may result from situations where ease of move-
ment and participation in loved activities become restricted and labored
because of the physica: changes associated with aging. In such situations,
ajencies face certain problems, including finding the right residential and
day program mix and attempting to keep intact friendship networks that
the individual has developed and upon which he or she relies.

The Challenge of Retirement

Of all the transition issues related to aging, the most challenging is
retirement. Retirement is a particularly vexing issue because of its impact
on all facets of life. Minimally, it presents an immediate change in lifestyle;
maximally, it may tireaten one’s living situation, health, social and finan-
cial supports, and friendship network. This is why retirement should ve
seen as retirement to’”’ and not “retirement from.” Among nondisabled
persons, the material benefit associated with work—a salary—is usually
substituted by Social Security benefits and/or a pension. Further, most
pensioners, when considering what to do upon leaving the workforce, also
think in terms of what will replace work and the social and psychological
benefits associuted with the workplace, such as friendships, a place to go,
and the personal intensity that is defined by one’s job. This is not always
the case with older adults with mental retardation.

The challenge to lifestyle in these situations is closely associated with
the lack of appropriate alternatives defined as senior services. For example,
available alternatives may not compensate for the loss of the social and
financial benefits associated with continued involvement in vocational ser-
vices. Further, social and personal changes that are associated with retire-
ment can be traumatic when bridging does not occur as part of the transition
process. The loss or change of friends when moving to new daily activities
(or lack of them) can pose significant difficulties to the overall well-being
of the individual.
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Certainly, one of the challenges of enhancing lifestyle is to blend services
available within the mental retardation system with those available to other
seniors in the local community. For example, for older adults who are
relatively independent and capable, such senior services caninclude joining
in activities in a local senior center, attending a congregate meal site, or
enrolling in social model adult daycare. For older adults who are severely
mentally impaired, specialty senior programs may be the preferred option.
Whichever are used, the transition to retirement activities and participation
in a new range of experiences will affect lifestyle. Further, the ease of social
integration experienced when attempting to make use of mainstream senior
services will pose its own challenges.

All of these transitions pose certait challenges; some are easily over-
come, others much more complex in nature. The noticns explored earlier,
as posed by Lawton (1983) and Blunden (1988), bear heavily on the dignity
of older adults with mental retardation. A key question is how these chal-
lenges can be used constructively to improve lifestyle and minimize the
restrictions posed by growing old.

CONCLUSIONS

In summary, QOL factors related to elderly persons with mental retar-
dation are not necessarily different from those affecting other older adults.
There are the same needs for acceptable living environment, freedom to
choose activities and friends, social and psychological well-being, and physical
independence through good health. It was proposed that external influ-
ences may impinge upon these factors. Such factors include cultural and
societal perceptions and attitudes toward the elderly and persons with
disabilities; they may also include familial and institutional factors related
to living and care arrangements. In addition, it was noted that points of
transition in the lives of older persons with mental retardation will offer
challenges that may enhance or diminish factors contributing to quality of
life. These transitions include growing older within an overall system of
care that has not previously accommodated older persons, living within a
two-generation elderly family, aging in place in one’s residential setting,
facing the transition to retirement, and gaming acceptance into mainstream
aging network programs.

Each successive generation of persons with mental retardation will hold
a collective set of experiences that will be its own. Contemporary adults
with mental retardation are living longer, in better health, enjoying a broader
range of experiences, and growing older with greater dignity than did
previous generations. This will be doubly true for future generations of
seniors; no two generations will be the same. Our current expectations of
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the potential limits of a valued lifestyle will be redefined over the years to
come. This is healthy: it shows that life is a valued commodity and that
we are constantly stretching the limit on what we, as a society, can offer
to persons with special needs.
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An important strength of residential services for nearly 20 years has
been the widely shared ideology (ideas and values) collectively referred to
as normalization that includes a concern for independence and enhanced
adaptive functioning, a normal routine and rhythm of life, normal economic
and environmentai standards, integration with individuals with and with-
out handicaps, the dignity of risk, the right to live in the least restrictive
appropriate environment, and the opportunity to experience an enhanced
quaiity of life. Together, these values have structured professional discus-
stort, legal opinion, legislation, and research on residential services (Wol-
fensberger, 1972).

Despite thi. widely shared value base, however, opinions continue to
vary about how local residential services should be designed and operated
to actualize the normalization and quality of life ideals. These differences
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128 Service Delivery

are readily apparent in the program evaluation instruments that have emerged
in response tc the continuing demands for accountability in service pro-
grams. In general, measures of quality or effectiveness in residential ser-
vices have evolved along three broad paths, termed here measures of
capacity, progress, and lifestyle. While such broad classifications necessarily
miss finer distinctions among evaluation instruments, comparison at this
level provides an excellent vantage point from which to analyze important
differences in the practical application of normal..ation, including quality
of life.

CAPACITY MEASURES

Capacity measures index the quality of a residential service by analyzing
program procedures and environmental features that seem to promote
quality. Essentially, these measures deduce important inputs and processes
for the ser ice delivery enterprise. For example, the value of social inte-
gration might be reflected in capacity measures as a requirement for small
program size arel presence of persons without disabilities in the immediate
vicinity.

Reviews by Rotegard, Hill, and Bruininks (1983) and Rotegard, Bruin-
inks, Holman, and Lakin (1985) documented the extensive use of capacity-
focused evaluation instruments in residential services. Perhaps the best
known of these are conducted in conjunction with Accreditation Council
for Facilities for the Mentally Retarded and Developmentally Disabled and
Commission on Accreditation of Rehabilitation Facilities accreditation, ICF/
MR certification of programs, and the Program Analysis of Service Systems
(Woltensberger & Glen, 1975).

The primary benefits of capacity measures are administrative: they are
easy to administer and offer protection against flagrant abuses in service
programs. They also serve as important measures of some values not re-
flected in direct measures of service results. For example, it is important
that people are treated with dignity and respect, regardless of the outcomes
they receive fr n' services.

Despite these advantages, at least three major drawbacks of capacity
measures have led to a growing focus on alternative outcome measures.
First, capacity measures provide at best a very indirect index of whether
normalization and quality of life (QOL) values are achieved in a program.
Capacity-focused instruments may well be necessary, but there is little or
no evidence that they are sufficient to produce the desired impact on the
lives of persons with mental retardation. Second, capacity measures treat
all service consumers the same. Implicit to the capacity approach is the
questionable assumption that the same program inputs and processes will
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Lifestyle Outcomes 129

affect different people in similar ways. Finally, capacity measures reflect a
program-centered, rather than a person-centered, approach to services.
When capacity measures reveal discrepancies between the program and
the standards, the expected response is to change the physical environ-
ment, the program'’s resources, and/or the process of service delivery.
These changes may or may not affect the lives of persons served by the
program.

PROGRESS MEASURES

Progress measures assess the quality of a residential service in terms of
its success in increasing an individual’s skills, adaptive behavior, or com-
munity adjustment. In this developmental model context, progress refers
to individual behavior changes achieved in pursuit of the long-range goal
of independence. In effect, the progress approach has used the values of
normalization to deduce the mission of services as helping persons with
mental retardation to achieve independent living, competitive employ-
ment, or other adaptations to normal living. It then defines service goals
n terms of the gradual development of the skills and behaviors needed to
achieve that mission. The argument is that as an individual's skills or
adaptive behavior improves, he or she is likely to experience a normal,
high quality lifestyle that requires less costly services. A program with a
progress orientation might measure its success with regard to the value of
social integration by examining the number of social skills acquired by
service consumers.

The literature reference  .is emphasis on progress as a measure of the
quality of residential serv... . in two ways. The first is with a direct focus
on skill development as an outcome of services (see Halpern, Lehmann,
Irvin, and Heiry (1982) and Mayeda, Pelzer, & Van Zuylen (1978)). The
second way in which program measures are used to index service quality
is through movement from one program to another, with each succeeding
program being presumably one step closer to an independent, high quality
lifestyle (Schalock & Harper, 1982).

By focusing on an actual outcome received by service consumers (that
is, skill development), the progress approach to defining quality has several
advantages over capacity measures. Attention to outcomes allows pro-
grams tc innovate, to be creative in ways that are difficult or impossible
when capacity measures alone are used to define quality. Outcome mea-
sures challenge service providers to find program approaches that work,
whatever their departure from traditional service methods. Outconie mea-
sures also help to individualize services. Evidence that outcomes are not
being achieved provides a foundation for systematic adjustment of the
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130 Service Delivery

training strategies used with each individual. The prog.ess orientation is
also useful in judging program quality because of the widespread consen-
sus that increased independence is one of the outcomes expected for service
consumers.

The primary drawback of a progress orientation as the sole means of
defining program quality lies in the fact that increased independence should
be but one of the goals of most adult services. As Taylor and Bogdan (1981)
suggested, limiting attention to independence, or any other single outcome
for that matter, “reduces a complex process into a one-sided vari-
able . . . . Adaptive behavior may or may not signify adjustment to com-
munity living and normal rhythms and routines of life"” (p- 75). In fact,
progress in skill development 1aay at times have little impact on the overall
quality of daily living. Many skills targeted in popular skill sequences are
unn~cessary for community life and work, because alternative performance
strategies or support services can be devised to eliminate the need for those
particular skills. Other skills have little impact because practical application
requires progress through an entire curriculum sequence before the indi-
vidual skills can be combined into functional behaviors.

By focusing attention on movement to less restrictive programs as a
measure of quality, progress measures also do a disservice to persons with
more severe disabilities. Frequently individuals with severe disabilities are
denied access to many normative activities in the community because they
are presumed to lack the readiness to move to programs where those
activities are made available (Wilcox & Bellamy, 1982). When movement
does occur, the independent living skills learned by people with severe
disabilities in one home or apartment may not transfer to another program
setting even if the historical patterns of uncoordinated funding, lack of an
adequate variety of services, and provider incentives for movement could
be resolved (Bronston, 1980).

Perhaps the most extreme expression of frustration with overreliance
On a progress orientation to define program quality appeared in testimony
in the Wyatt case, where a number of professionals argued that a daily
regimen of training activities, as required by the court’s right to habilitation
decision, might be punitive to individuals whose progress in training gave
little hope that functional independence would develop to the extent that
individual quality of life would be improved (Ellis et al., 1981).

LIFESTYLE MEASURES

In his classic review of predictive research in rehabilitation, Cobb (1972)
highlighted the need for lifestyle or quality of life measures, noting that
“in the last analysis, the applicatior: of prediction research to the practical
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business of rehabilitation requires that the counselcr determine what kind
of success in what sorts of social situations he is interested in” (p. 11). The
emerging focus on lifestyle and quality of life as indices of residential
program quality reflect this challenge (Landesman, 1986), requiring an-
swers to two questions: What kind of life is desirable for persons with
mental retardation? and How can one tell if an individual is leading such
a life? The lifestyle approach begins with an assuiaption that program
quality can best be determined by examining the lives of persons served
by a residential program. This approach involves using the values of nor-
malization not merely to deduce program processes o1 long-range goals
for service consumers, but also to define features of current individual
lifestyles that would reflect the normalization ideals.

To continue an earlier example, the value of social integration in the
lifestyle approach might lead to empirical measures of the adequacy of
one’s social network, the number of activities one performs each week or
month with others, or the number of social contacts one has with family
and friends. This contrasts sharply with both capacity measures, which
might index social integration in terms of program size and location, and
progress measures, which might focus on behavioral development in a
social skills training program.

Although lifestyle data are less widely reported, the literature affords
several examples of lifestyle measures that index the quality of residential
services. One approach involves participant observation, in which an in-
vestigator lives and shares residential experiences with persons having
mental retardation and reports the results of conversations, semi-structured
interviews, and observations (for example, Edgerton, 1984). A second mea-
surement strategy relies on consumer and/or staff interviews to gain in-
formation about the kinds of activities in which individuals with disabilities
engage (Birenbaum & Re, 1979; Scheerenberger & Felsenthal, 1977); the
nature of their community interactions and relationships (Bell, Schoenrock,
& Bensberg, 1981); and their vocational, economic, social, and personal
adjustment (McDevitt, Smith, Schmidt, & Rosen,1978). A third approach
comes from the tradition of social ecology and invclves naturalistic obser-
vation conducted by trained observers using behavior coding systems (for
example, Butler & Bjannes, 1978; Landesman-Dwyer & Sackett, 1980). Di-
rect observation measures assess discrete units of behavior that are sum-
marized to provide an indication of how behavior is distributed across
broader response categories.

The primary strength of the lifestyle approach to defining quality in
residential services is its close relationship with the values upon which
services are based. Additionally, it shares with the progress strategies those
advantages that result from focusing on outcomes rather than service inputs
and processes: program flexibility and creativity increase, and services can
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132 Service Delivery

be more easily individualized in response to data on performance. In ad-
dition to these benefits, the lifestyle approach removes the need to post-
pone realization of valued aspects of the lives of people with mental
retardation while they acquire greater adaptive behavior. Consequently,
like some capacity measures, lifestyle measures serve as a protection from
the perpeiual readiness programming in which many persons with mental
retardation now find themselves.

The primary drawback of the lifestyle approach relates to implemer*a-
tion. The developing support for using lifestyle information to make sum
mative judgments about the quality of residential services is not yet matched
by procedural guidelines {or the interral operation of residential services
to achieve these results. The remainder of the chapter addresses these
critical implementation issues.

PROGRAM IMPLICATIONS OF LIFESTYLE
ACCOUNTABILITY

While the emerging emphasis on lifestyle accountability addresses many
of the conceptual problems associated with the program capacity and in-
dividual progress, it also raises several important issues for day-to-day
operation and management of residential services. This section addresses
how lifestyle accountability can be expected to affect program operations,
with particular attention to (a) internal data systems that can guide program
decisionmaking; (b) service delivery procedures that enhance lifestyle; and
(c) administrative practices that support a lifestyle focus in services.

New Internal Measurement Systems

Well-managed organizations of all kinds v information about the suc-
cess of various program components to gui ongoing operations. In res-
idential services, internal information systems are particularly important
in making programmatic decisions about individual treatment and man-
agement decisions about allocation of staff time and other resources. Nat-
urally, a program’s efficiency increases when the measures that guide these
internal decisons are compatible with those used for external, summative
judgments about quality.

One measurement system that addresses this need for internal program
data on lifestyle was developed by the Neighborhood Living Project (NLP)
at the University of Oregon. While detailed descriptions of this system are
available elsewhere (Newton, Romer, Bellamy, Horner, & Boles, 1983), a
brief description here will illustrate the issues in developing lifestyle mea-
sures for internal program use. The NLP internal measurement system was
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Table 13.1 Lifestyle Values and Measures

Lifestyle Values Operational Measures

1. Physical integration The number of activities performed outside the
property boundary of the home (or the communal
areas of an apartment complex)

2. Socqial integration The number »f activihes performed with individuals
who are not housemates or providers

3. Variety The number of different categories of activities
performed within a given time period

4. Independence The number of activities performed without staff
assistance

5. Secunty The number of months of continuous support without

forced movement to another setting

designed for use in small residential community programs providing 24-
hour support to adults with moderate, severe, or profound mental retar-
dation. The objectives of the system are to provide a simple procedure that
program staff can use to collect regular information about the lifestyle of
people receiving support and to use that information to make effective
service decisions. Such a system must combine objective measurement
procedures with the personal lifestyle values of individual consumers. To
achieve these criteria, the NLP system measures the activities that people
perform, organizes the resulting activity pattern data around a critical set
of lifestyle values, and evaluates the adequacy of residential support by
determining the conformity between the cbserved activity patterns and
those defined as desirable (that is, valued) by the consumer and histhcr
advocates during construction of the individualized plan.

Use of data trom the internal measurement system is tied to values in
two ways. The first is through summarization of the results by major
lifestyle values. Each week, staff members are presented v/ith activity pat-
tern informauun summarized in a manner that allows easy assessment of
a person’s physica! integration. social integraticn, variety of activities, in-
dependence, and security. This constellation of lifestyle values has been
selected as defining critical variables in normalized life, though by no means
forming a comprehensive description of everything valued in a person’s
lifestyle. Operational measures of the five lifestyle values emphasized in
the INLP system are provided in Table 13.1.

A second method in which the measurement system is tied to personal
lifestyle values is through the individualized planning process. During the
development of individualized plans, the consumer and his/her advocates
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134 Service Deiivery

describe not just new skills to learn and behaviors to be changed, but the
type and amount of support needed to ensure certain desired activity
patterns as well.

A Broader Service Technology

By defining the purpose of residential services as improving the current
quality of lives with persons with mental retardation, the lifestyle focus
creates a new basis for developing and evaluating service delivery proce-
dures. If lifestyle results are to be consistently achieved, a service tech-
nology is needed to develop, support, and maintain performance of valued
activities. The need for such a technology is immediately apparent when
individual program plans specify activity patterns as the primary focus of
service efforts.

No doubt the developing technology for enhancing lifestyle will include
many of the procedures used in conventional skills development efforts,
because teaching new skills is one way to improve activity performance.
The needed technology should incorporate additional components, how-
ever, because developing independent performance of all parts of an ac-
tivity is only one of many ways to support performance (O'Brien, 1987).
One increasingly common strategy for increasing the performance of val-
ued activities involves devising alternative performance strategies and
prostheses that allow individuals to perform activities without knowing all
the component skills. For example, an individual buying a cup of coffee
at a local restaurant could use a cue card with a picture of the coffee for
ordering, or always use a one dollar bill for payment in order to avoid
money counting skill requirements.

Another procedural option is to structure staff time for sharing selected
activities with individueals with disabilities. This reflects the importance of
performance of activities and removes skill requirements that would exist
with independent pe:formance. For example, a staff member might ac-
company an individual with severe mental retardation on a shopping trip
or sailing outing that would be beyond the person’s ability to do indepen-
dently. A third strategy for increasing performance of valued activities is
for the program to foster a network of friends for each individual receiving
services. If such a social support netwurk exists, the number and variety
of activities that can be performed by un individual will be limited by neither
his or her skills alone nor the staff time available to support activities.
However, it should be kept in mind that the first step in building a coherent
procedural technology from these various strategies is to develop a data
system that systematically evaluates their effects.
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Program Administration

The shift to a lifestyie focus in residential services has implications for
both the mechanics and the underlying rationale for administration of
residential services. At a practical level, the major effect of this shift is to
focus program evaluation and monitoring efforts on the lifestyle benefits
that service recipients receive. Thus, regardless of the type or location of
the residential service, the nature or severity of disabilities of persons
served, or the level of public funding received, a common standard exists
for evaluating the quality of services. In effect, that standard is reflected
in the question, “To what extent is the individual enjoying a lifestyle that
reflects his or her values and those of the funding agency and the advocates
who participate in the planning meeting?”’

The focus on lifestyle cutcomes also shifts the logic underlying service
administration from one of preparation for normal adult living to one of
support in normal adult living. The role of publicly funded services is to
provide the support necessary for each individual to enjoy ~ quality life-
style. This focus on support instead of preparation leads to reconsideration
of several current features of service administration. Because valued life-
style outcomes are not necessarily different for persons with different levels
of disability, the differentiation of program goals for persons with various
disability levels seems no longer applicable. This, in turn, raises the pos-
sibility that the conventional structure of services around homogeneous
groups of service recipients is unnecessarily restrictive. Program placement
decisions might be made instead on such variables as personal preference
for living situation, proximity to family, presence of friends in the neigh-
borhood, and commuting demanus for employment. Further, if the pri-
mary function of the public agency is to support individuals with disabilities
in achieving desired lifestyles, financing of services would have to take
into account not only the level of disability of the individual served but
also the values that the funding agency uses to define acceptable lifestyle
outcomes.

SUMMARY

The increasing emphasis on the lifestyles experienced by persons with
mental retardation as a method of evaluating residential services offers an
important perspective on the nature and purpose of those services. To
date, however, the lifestyle perspective has largely been limited to external
evaluations of services, creating a discrepancy between those evaluations
and the measures and procedures used within community residential ser-
vices. Extending this concern forlifestyle accountability to internal program
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136 Service Delivery

operations requires the development of program level measurement sys-
tems that reflect the lifestyles of individuals served. Such a system allows
the staff within a program to use the same information in their decisions
about individual interventions and resource allocation that external eval-
uators use to judge the overall quality of the service. By bringing the shift
toward lifestyle outcomes to the level of service delivery and management,
a measurement system such as the one described could also provide the
foundation for a broader and more integrated technology of supporting
persons with mental retardation in residential services. Doing so might
well build a synthesis among currently competing but not incompatible
service strategies, all of which are focusing on improved life quality for
persons with mental retardation.
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FART III
Quality uf Life: Assessment and
Measurement Issues

Of all the issues discussed here, none has generated more heated dis-
cussion than how best to assess or measure a person’s quality of life. This
issue will become even more critical in the future as the field begins to
consider the implication and use of quality of life data. This section should
provide a good foundation for that discussion.

The section begins with a chapter by Bob Schalock, who gives a brief
overview of the various attempts to conceptualize and measure quality of
life, especially from the social sciences and disabilities perspectives. Bob
Edgerton expands on these attempts by summarizing his 30 years of lon-
gitudinal research efforts that suggest strongly that, by its very nature,
quality of life and its measurement must be subjective and based on an
indepth understanding of the person. Laird Heal and Carol Sigelman begin
their chapter by summarizing four major ways in which methodologies for
assessing QOL can differ, including objective or subjective, absolute or
relative, reported directly or by someone else, and either authored or gen-
erated by the investigator.or by the subjects of the investigation. The au-
thors then go on to discuss a number of factors that affect responses in
survey research, and the implications of these factors on interviewing per-
sons with mental retardation in an effort to assess their quality of life.
Chapter 17 by Sharon Borthwick-Duffy stresses two important points: first,
we must continue to improve our ability to perceive the needs of persons
who are severely or profoundly handicapped and to evaluate their overall
happiness and life conditions; and second, the evaluation and measure-
ment of life quality must follow a clear delineation of the important di-
mensions of quality of life, keeping in mind that, regardless of intelligence
level, individuals will differ in their preferences and their own perceptions
of what makes a good quality of life.

Throughout these chapters the reader will find both a cautionary note
and a critical point to remember: we are just beginning to understand the
concept of quality of life and are probably not doing a very good job at
this time in measuring it. Thus, as persons attempt to assess a person’s
quality of life, it is important to restate a cautionary note made by Heal
and Sigelman:

. it is a disservice to individuals with mental retardation to ’slap
together’ a measure and simply hope for the best. Developing any
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140 Assessment issues

reliable and valid quality of life measure requires considerable effort,
effort that promises to result in a fuller understanding of the lives of
developmentally disabled citizens. (p. 174)
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Attempts to Conceptualize and Measure

Quality of Life

Robert L. Schalock

Hastings College and Mid-Nebraska Mental Retardation
Services, Inc.

Our attempts at conceptualizing and measuring a person’s quality of
life do not have a long history, even though since antiquity people have
attempted to determine how to identify and implement the conditions of
a life of quality. In reference to persons with mental retardation and closely
related disabilities, the history is even shorter (Schalock, Keith, Hoffman,
& Karan, 1989). The primary purpose of this chapter is to summarize briefly
these attempts to conceptualize and measure quality of life (QOL).

Despite their short history, efforts to conceptualize and measure QOL
are multiplying rapidly because of three types of interests in life quality
research that are much more evident now than a decade ago (Andrews,
1986):

® Increased attention devoted to describing the life quality of particular
national subgroups and comparing them with more general national
populations such as those described by Andrews and Whithey (1976)
and Campbell, Converse, and Rodgers (1976).

® Increased interest in how time-related pnenomena link to life quality,
and specifically the use of time and the effects of age, period, and
cohort.

® Increased concern for the social and psychological dynamics of per-
ceived well-being, including factors related to social support, social
integration, interpersonal trust, internal control, antonomy/indepen-
dence, self-confidence, aspirations/expectations, and values having to
do with family, job, and life in general.

THE SOCIAL SCIENCE PERSPECTIVE
Social scientists have attempted to conceptualize and evaluate both ob-

jective and subjective indicators of a person’s QOL. There is little doubt
but that the central issue confronting any examination of a person’s per-
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ceived quality of life involves the relationship between subjective and ob-
jective well-being (Campbell et al., 1976). This historical focus on both the
subjective and objective is well summarized by Dalkey (1972), who stated:

Quality of Life is related not just to the environment and to the external
circumstances of an individual's life (pollution, quality of housing, aes-
thetic surroundings, crime, etc.), but whether [these factors] constitute
a major share of an individual’s well being, or whether they are dom-
inated by factors such as cense of achievement, love and affection,
perceived freedom and so on. (p. 9)

The social scientists’ attempts tc conceptualize and measure QOL fall
into the following three perspectives: social indicators, psychological in-
dicators, and goodness-of-fit/social policy. Each is summarized briefly be-
low.

Social Indicators

Social indicztors generally refer to external, environmentally based con-
ditions such as health, social welfare, friendships, standard of living, ed-
ucation, public safety, housing, neighborhood, and leisure. These indicators
may be defined as a statistic of direct normative interest that facilitates
concise, comprehensive, and balanced judgments about the conditions of
major aspects of society (Andrews & Whithey, 1976). Such indicators are
good for measuring the collective quality of community life; however, they
are probably insufficient to measure either an individual's perceived quality
of life or outcomes from (re)habilitation programs. Campbell et al. (1976),
for example, argued that social indicators only reflect an outsider’s judg-
ment of quality as suggested by external, environmentally based condi-
tions. Thus,

- . . because we are accustomed to evaluating people’s lives in terms
of their material possessions, we tend to forget that satisfaction is a
psychological experience and that the quality of this experience may
not correspond very closely to these external conditions (Campbell et al.,
1976, p. 3).

This concern about one’s personal satisfaction and well-being has led to
the second, or psychological indicators, perspective on conceptualizing and
assessing quality of life.

Psychological Indicators
Psychologi-al indicators focus on a person’s subjective reactions to life

experiences. Recently, there have been attempts to measure these subjec-
tive evaluations from one of two perspectives: psychological well-being
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Table 14.1 Psychological Indicators of Quality of Life

Psychological Well-Being* Personal Satisfaction®
Phaysical and material well-being Marriage
1. Material comforts and financia! security Family life
2. Health and personal safety Health
Relations with other people Neighborhood
3. Relations with spouse Friendships
4. Having and rearing children Housework
5. Relations with other relatives Job
6. Relations with close friends Life in The United
Social, community, and civic actvities States
7. Helping and encouraging other people City or country life
8. Participating in local and government affairs Nonwork
Personal development and fulfillment Housing
9. Intellectual development Usefulness of
10. Personal understanding and planning education
11. Work that 1s interesting, rewarding, werthwhile Standard of living
12. Creativity and personal experience Amount of education
Recreation Savings

13. Soaalizing with others
14. Passive/observational recreational activities
15. Active/participatory recreational a: .vities

* Adapted from Flanagan (1982, p 58). "Adapted from Campbell et al., (1976, p. 63)

and personal satisfaction/happiness. The first perspective comes primarily
from the work of Flanagan (1978; 1982) who attempted to conceptualize
and operationalize life domains associated with psychological well-being.
On the basis of a review of 6,500 critical incidents collected from nearly
3,000 people of various ages, races, and backgrounds, he identified 15
factors defining quality of life. He then grouped these 15 categories into
five general dimensions of quality of life. physical and material well-being;
relations with other people; social, community, and civic activities; personal
development and fulfillment; and recreation. A summary of these 15 factors
is presented in Table 14.1 (left side).

Measures of personal satisfaction and happiness, such as found in the
right hand column of Table 14.1, indicate the extent to which persons have
positive feelings and attitudes about various aspects of their lives. The
underlying assumption of this approach is that the greater one’s satisfaction
with his/her resources, the greater the feelings of life satisfaction, well-
being, personal competence, and control over one’s life. One of the best
known examples of this approach is that taken by Campbell et al. (1976),
who have completed national studies of satisfaction and dissatisfaction in
various life domains such as family, work, leisure, income, social relations,
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and health. These investigators report generally that greater satisfaction in
each of the domains is related to a higher perceived quality of life.

Zautra and Goodhart (1979), however, suggested that, although psy-
chological indicators are often considered the best QOL measures because
they provide the most direct assessment of people’s perceptions and eval-
uations of their life experiences, they may have at least three validity prob-
lems. First, the tendency toward social desirability may tend to inflate the
scores, although this concern may be more problematic for research at-
tempting to d. .ermine the true level of QOL than for the study that aims
to compare levels of well-being between groups. Second, measures that
ask for reports of feeling states may be measuring only idiosyncratic ratings
of satisfaction and happiness. And finally, psychological indicators might
not reflect the realities of external conditions.

Goodress-of-Fit/Social Policy

This perspective proposes that QOL is an important criterion for social
policies. A number of analysts, such as Land and Spilcrman (1975), Liu
(1976}, and Milbrath (1979; 1982), have recommended that QOL studies be
used to identify unmet needs in different populations and that the infor-
mation be used to weight differentially the importance of need areas that
would then influence resource allocation decisions. For example, the
goodness-of-fit model proposed by Murrell and Norris (1983) defined QOL
as the criterion for establishing the goodness-of-fit between the person and
his/her environment. In this model, it was assumed that the characteristics
of a given group interact with the resources and stressors of its environ-
ment. A central assumption was that the QOL of a person is a function of
the discrepancy between resources and stressors.

The significance of the Murrell-Norris inodel is that it conceptualizes
quality of life as both an outcome from human service programs (application
of additional resources should improve a person’s QOL) and the criterion
for establishing the goodness-of-fit between a population and its environ-
ment. Thus, the better the fit, the higher a person’s QOL (Schalock et al.,
1989).

QOL: THE DISABILITY PERSPECTIVE

The pioneering work by Robert Edgerton (1967; 1975; Chapter 15 of this
volume) on issues relating to quality of life among mentally retarded in-
dividuals is well known to most readers and represents a significant mile-
stone in the history of QOL research. Since Edgerton’s original work,
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£ Table 14.2 Quality of Life Variables from Mental Retardation
\ Literature?
‘ Interpersonal and
Independence Communily
References (Liwmg Environment) Relationships Productivity
Bell, Schoenrock, & Home and family Relationships/ Employment
Bensberg (1981) helpers
Bruininks (1986) Normalization-related Social support
environment Social-interpersonal
Physical environment relationships
Psychosocial Activity patterns
environment Involvement in
community life
Halpern, Nave, Residential Social support Income
Close, & Wilson environiment Social network employment
(1986) Neighborhood Self-satisfaction
quality Leisure-activities
Cleanliness Community
Access to service integration
Irtagliata, Crosby, Home life Social support Recidivism
& Neider (1981) Social, affective, Interaction Movement
habilitative Integration in
community
Schalock et al. Environmental Leisure Work status
(1989) control Social interactior Finances
Residential placement Variety of
status community
Pride in residence utilization
Intagliata, Willer, & Normahzed home hfe Relationship with
Wicks 1 "81) caregiver/fellow
resident
Friends
Natural family
Use of formal and
generic
community
resources
* Adapted with pernmussion from Borthwick-Duffy (1986).
numerous investigators within the disabilities field have focused on a num-
ber of outcome variables that hav2 been associated with successful com-
munity adapration and, in a general sense, quality of life. These variables
are summarized in Table 14 2. The table is organized around the three
Q
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| Go~ts for Adults With Disabilities |

] 1

Independencs Productivity Community Integration

Hobllitation Environments

; f
Community
Home J‘;b (Recreotion /Leisure)

Person - Referenced Outcomes 1°—J

I Enhonced Quolity of Life I

FIGURE14.1. Relationships Among Goals, Habilitation Environments, Person-Referenced
Outcomes, and Enhanced Quality of Life.

legislative goals for persons with disabilities: to increase a person’s inde-
pendence, productivity, and community integration

A second direction to conceptualize and measure QOL within the dis-
abilities field has been to develop QOL models that will:

® Help understand better the multidimensionality of a person’s qu.lity
of life.

¢ Contribute to a theory of quality of life and facilitate the interpretation
and summarization of the research related to the life experiences of
persons with mental retardation and closely related developmental
disabilities.

® Help establich criteria for assessing outcomes from current habilitation
services for persons with mental retardation and closely related de-
velopmental disab:lities.

A recent model (Schalock & Thornton, 1988) retiecting this focus is shown
in Figure 14.1. Other models have been presented in previous chapters.

The reader will find that there are a nuniber of commonalities to these
models including;

¢ Community integration and involvement in recreation, clubs, events,
and community activities.

® Social and interpersoral. clations, including .amily member.,, friends,
neighbors, and acquaintances.
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® Living environment, including some degrees of control, developmen-
tal services, safety, and nc-malization of setting.
® Meaningful work with its financial and status byproducts.

In conclusion, how these four commonalities are implemented and eval-
uated represents the next historica: phase in the “Quality of Life Agenda.”
Many questions remain to be addressed and issues remain to be resc'ved
regarding the concept of QOL, its impact on public policy, its impact on
service delivery, its measurement, and the use of QOL data. The issue of
QOL ard how we will approach it will undoubtedly influence service
provision in the future, just as deinstitutionalization and normalization
have done in recent decades.
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Quality of Life from a Longitudinal
Research Perspective

Robert B. Edgerton
University of California at Los Angeles

It is unlikely that any of us would criticize efforts to improve the life
quality of any of our citizens, particularly those who like many persons
with mental retardation may be dependent on human services. We also
realize that providing improved objective standards of living does not nec-
essarily increase peoples’ sense of well-being because, although the quality
of life can be measured by objective criteria, it is experienced subjectively
(Schneider, 1976). Many well-intended governmental programs such as
low-cost housing projects may in fact provide objectively improved resi-
dential amenities without increasing the residents’ sense of well-being. The
purpose of this chapter is to see what a longitudinal perspective may be
able to tell us about the relationsl:ip betweei objective criteria of life quality
and the subjective experience of well-being.

THE CURRENT EMPHASIS ON QUALITY OF LIFE

To begin, we might do well to reflect on the currently popular enterprise
of raising quality of life to the status of a master concept in our human
service industry. Quality of life is not a revolutionary idea; une of its recent
progenitors is the concept of normalization. But quality of life has caught
on as the challenge—or the shibboleth—of the 1990s (Landesman, 1986).

It has long been characteristic of Western societies to specify the rights
of their citizens and, both directly and indirectly, the quality of life they
were entitled to enjoy. The Greeks did so as they Jdefined the rights of
citizens and slaves. So 1t was in pre-Roman Egypt. Later, the life to which
peasants, merchants, and the nobility were entitled was established

Acknowledgments 1 gratetully acknowledge support from the National Institute of Child
Health and Human Development Grants No HD-05540-02 to the author, HD 04612 to the
Mental Retardation Research Center, UCLA, and NICHD Program Project Grant No. HD
11944-02, The Community Adaptation of Mildly Retarded Persons
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throughout Europe, if not always consensually, as many peasant revolts
and the French revolution attested. After our own rebellion against the
British, we promulgated our Bill of Rights, which defined the qualities of
life that Americans should enjoy (except for slaves and Amerindians). As
we are also aware, when the Western European nations imposed their
hegemony on much of the rest of the world by the force of arms, they
exported their standards of life’s quality even as they denied all but a
privileged few among their subject peoples access to those qualities.

I make reference to the era of colonial ethnocentrism because, unlike
most European countries, which are relatively homogeneous in terms of
ethnicity and hence subculture, the United States is culturally heteroge-
neous, and with our new immigrants from Asia, Latin America, and the
Middle-East, we are increasingly so. Herce, whatever our policymakers or
service providers decide about defining an acceptable quality of life, they
must be aware that no single set of standards can possibly gratify all Amer-
icans. They should also be wary if, or perhaps I should say when, they
are tempted by the American passion for reducing complex qualitative
concepts to simple scalar instruments.

Quality of life scales have existed for 50 years (Thorndike, 1939), and
they have proliferated so rapidly in recent years that seemingly every city
and town in the country (and even entire nations) has had its quality of
life compared to that of every other (Zautra & Goodhart, 1979). So, of
course, have residential facilities, including small group homes. Like the
Program Analysis of Service Systems of years past, such scales of relative
quality may help to prevent neglect or abuse, but they may also lead to
the belief (as has happened in individual program planning sessions in
many parts of the country) that there truly are absolute life quality stan-
dards that should be enjoyed by all. If individual choice is replaced by a
“Quality of Life Quotient,” the result will not only be absurd, it may be
tragic as well. To declare that all people should enjoy a quality of life that
includes safety, love, friendship, sexual expression, religious belief, per-
sonal growth, self-esteem, recreational options, or whatever else is thought
to be desirable, may only represent a harmless, if rather vacuous, expres-
sion of values; but if taken as a template for action, such statements may

reate frustratingly unattainable expectations. Hopefully, this volume, with
its leavening of advice from clients themselves, will help to retain individual
choice as the guiding principle of any action taken on behalf of erhancing
the quality of clients’ lives.

This seemingly self-evident point must be emphasized because human
service system personnel, often encouraged by parents, employees, and
others, have been known to impose their notions of appropriate life styles
on unwilling clients. As the literature on normalization within the dein-
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stitutionalization process has shown over and over, clients’ wishes to lead
lives of their own choosing have very often been rejected in favor of a more
restrictive and less risky option. Plans for residential or vocational change,
marriage, and childbearing are obvious examples of client options that are
often seen by concerned parents and agency personnel as unrealistic or
dangerous. Arguments about the dignity of risk are by now passé, and
have always been fraught with ethical booby traps. But the fact remains
that many mentally retarded persons choose to live in ways that others
find objectionable.

When I describe the lives of some of the mentally retarded people 1ve
have studied for almost 30 years to audiences of nonretarded people, the
reaction is often one of horror or revulsion and demands that I as a “re-
sponsible scientist” take action to remove these people from their deplor-
able life circumstances. When | protest that 1 have no such right and that
the people involved are quite satisfied with their lives—and themselves—
the reaction is typically one of frank disbelief.

One of these mentally retarded people whose quality of life worries
others is a 58-year-old man with an IQ of 54. He lives in a single room
occupancy hotel in a rundown and crime-ridden part of downtown Los
Angeles. He has a dangerous yet personally rewarding job as the night
manager of a laundromat frequented by homeless people, prostitutes, and
drug dealers. His sexual partners are drug-using prostitutes, one of whom
recently contracted AIDS. There is no doubt that this man works very hard
for the money he makes, that he is frequently in physical danger, and that
his repeated exposure to AIDS could be life threatening. Yet he lives in a
network of fiends and acquaintances who value his friendship and help,
and who do not know or care that he can neither read nor write To many
people, he is loved and respected. He is as satisfied with the quality of his
life as anyone I know.

Another man, aged 67, with an IQ in the mid-50s, recently retired from
his union-protected job loading and unloading trucks after 30 years of
employment. His small apartment was incredibly filthy, the women in his
life ruthlessly relieved him of his monthly Social Security and pension
income in return for very little sex and even less affection, and he had
gained so much weight that he was obese. Despite an increasingly severe
heart condition and high blood pressure that twice forced his hospitali-
zation, he refused to modify his eating habits, which included five or six
meals per day, most of them consisting of heavily salted red meat and
eggs. Our research workers joined his doctor in urging him to change his
diet, but he refused, arguing that he liked to eat that kind cf food and
denying that it was unhealthy for him to do so. A few weeks ago he died
of a heart attack. Perhaps he would have lived longer if he had been
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institutionalized and forced to eat less food and fewer fats. But if that had
happened, it is by no means certain that he would have been more satisfied
with his life.

When intervention does take place, the results are not always happy.
For example, in the growing enthusiasm for programs of supported work,
many clients have been more or less forced to leave sheltered workshops
to accept work placements in the competitive economy. Because many of
these people have left all of their friends behind at their workshops and
have not made friends at their new workplaces, it is commonplace for them
to express great unhappiness about their new and improved lives. Some
clients who resist their counsellors’ pressure to enter supported work pro-
grams are openly threatened, all in the service of improving the quality of
their lives, but not, it seems their sense of well-being.

It is clear that we cannot abdicate all responsibility for setting limits to
individuals’ freedom of chvice. We cannot tolerate risks to the public health,
nor can we ignore some kinds of self-injurious behavior, and we must
obviously draw the line at behaviors that harm others. But few instances
are as clear-cut as these. Most, like those just described, involve far more
complex calculations of risks and benefits. When do we, like the colonial
administrators in Asia or Africa or the administrators of our own Bureau
of Indian Affairs, have the right to impose any set of life standards on
other people?

We tend to think of middle-class Anglo-American cuiture as setting a
standard of life’s quality for all people, and when immigrants rush to the
United States from all over the world, we feel confirmed in this belief. But
white middle-class values and life styles are not universally favored, even
in the United States. Black, Hispanic, and Asian Ameticans continue to
express their preference for alternative ways of living, often to the discom-
fiture of well-meaning persons who believe that access to white middle-
class culture is a glorious gift that must necessarily be cherished by all. We
should not perpetuate this misconception.

As a final consideration, we should keep in mind that, even if unlimited
resources were available for meeting certain specified life quality standards
for all mentally retarded persons known to our human service agencies, a
much larger number of mentally retarded persons would be unaffected by
this program. It is a fair assumption that the majority of mentally retarded
persons in this country—persons who do not receive mental retardation
services—live in ways that diverge dramatically from anything that service
agencies would like to provide for them. Many live in poverty, that is
certain- but it is not at all certain how many of these would choose to
change ‘heir lifestyles if they could. And that is all the more reason why
mentally retarded persons must be encouraged to participate in program
planning that involves quality of life issues.
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LONGITUDINAL RESEARCH ON THE QUALITY
OF LIFE

As numerous reviews of the literature reporting longitudinal studies
have noted, most of this body of research suffers from serious flaws of
research design, with sampling and sample attrition being among the most
common weaknesses (Bruininks, Meyers, Sigford, & Lakin, 1981; Heal,
Sigelman, & Switsky, 1978; McCarver & Craig, 1974). Moreover, with a
very few exceptions, this research reported on brief time spans, or if longer
periods were considered, there were no more than two or three points of
measurement (Cobb, 1972). Relatively continuous measurement over pro-
tected periods of time has rarely been attempted. Because measures of
quality of life are inherently temporal, this lack is disappointing.

Even more disappointing for present purposes, this body of research
tells us relatively little about changes in quality of life or subjective well-
being. Few direct measures of either life’s quality or well-being are reported.
Instead, reports concentrate on such findings as changes in marital, resi-
dential, vocational, or recreational patterns that, while certainly relevant
to quality of life considerations, are relatively insensitive indicators of sub-
jective well-being. For example, the recent 40-year follow-up of former
special education students in San Francisco by Robert Ross and his asso-
ciates (Ross, Begab, Dondis, Giampiccolo, & Meyers, 1985) painted an
encouraging picture of the long-term community adaptation of these men
and women. We can see that these people have generally established lives
that do not seem to differ greatly from those of their nonretarded relatives
or peers. Yet we are told very little abuurt the actual quality of those lives,
the life events that have had the greatest impact on these lives, or the
feelings of the people themselves about their lives or themselves.

On balance, the longitudinal research available to us suggests that the
majority of mentally retarded persons who are given an opportunity to
live in community settings manage to achieve a reasonably successful ad-
justment to community living and that their adaptation tends to stabilize
and improve over time. However, it also indicates that a minority—some-
times a sizable one—encounters serious difficulties in adapting to com-
munity living and returns to more restricted residential settings. It tells us
very little about how these individual men and women search for friends
and relationships, maintain their self-esteem, cope with their jobs or their
joblessness, enjoy their leisure time, or worry about their futures. In short,
we know all too little about the actual quality of their lives and next to
nothing about their satisfaction with those lives. The voices of the people
themselves have not been heard.

In any effort to look more closely at the satisfaction of some mentally
retarded people with their lives, it may be helpful to refer to some longi-
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tudinal research in which I have been involved. For the past 30 years, my
colleagues and I have carried out longitudinal research with a number of
samples of mildly or moderately retarded persons. Our ethnographic pro-
cedures require fami'iarity with as many aspects of a retarded person’s life
as possible. Our methcological philosophy derives primarily from natu-
ralism, rather than positivistic behavioral science. We attempt to compre-
hend and interpret the phenomena under study as faithfully as possible;
our goal 1s to be true to the phenomena themselves. We believe that such
an interpretation can best be undertaken by following three principles
(Edgerton & Langness, 1978):

® that phenomena be seen in their relevant context;

® that these phenomena be seen not only through the observer's eyes,
but those of the subject as well;

® that reactive procedures be avoided at the same time that the inves-
tigator regards himself as a part of the phenomenon under investi-
gation.

No existing methodology for the study of human behavior adequately
satisfies these three principles, and ours is no exception. Nevertheless, our
procedures differ markedly from those commonly employed in the study
of mentally retarded people (interviews, tests, formal observation, self-
reports, or secondhand accounts) and do, we believe, provide a useful
perspective on persons’ quality of life as well as their sense of well-being.

To carry out ethnographic naturalism, we must have prolonged contact
with people. We must become, if only relatively so, a natural part of their
lives. In time, we usually gain access to more than the public domain of
their lives. We assume that retarded people, like other people, manage
one or another aspect of their lives by saying and doing many things in
order to present a favorable face to others. Our ethnographic procedures
are sensitized to the Janus-faced qualitv of self-presentation, and by virtue
of our prolonged and somewhat unpredictable presence in their world, we
hope to be able to see more than the obvious. We often drop by unan-
nounced, we take retarded persons away from their residences to unfa-
miliar settings, and we talk to others about them. We attend important
events in the lives of the people, going to weddings, family gatherings, or
weekend outings, and we introduce them to new recreational experiences.
Our procedures do not break down all deception (efforts to deceive are,
after all, part of the reality we hope to study), nor do they reduce the
complexities of human life to a clear and simple truth. However, they do
lessen the likelihood that an obvious deception will go unnoticed and that
the contradictory complexity of a human life will be construed too simpl-
istically. The method iz not intended to provide simple answers; it is in-
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tended to provide the empirical grounds for rejecting simple answers in
favor of fuller and more accurate understanding.

In time, people usually tell us how they feel about themselves and their
lives. These expressions of satisfaction are not always consistent. Lik. the
rest of us, these people have good days and bad ones, ..ad certain events
or circumstances may evoke elation, anxiety, or depression. But over time
the accumulation of naturally occurring statements combined with reac-
tions to environmental chznges usually allow us to make inferences about
individuals’ satisfaction with the quality of their lives that we believe are
both reliable and valid. Words and deeds are not the same and need not
be consistent, as we well know (Deutscher, 1966). Moreover, individuals
often have positive and negative domains of affect that can express them-
selves independently of one another (Bradburn, 1969). But despite these
complexities and contradictions, we believe that it is possible to reach valid
conclusions about how satisfied most of the mentally retarded people we
study are with their lives and what they would most like to change about
those lives.

The data that will be summarized here derive from longitudiral research
with five principal samples: (a) 67 moderately and mildly retarded adults
living in community residential facilities (Edgerton, 1975); (b) close to 100
clients of two large sheltered workshops (Zetlin & Turner, 1984); (c) 48
independently living young adults (Edgerton, 1981; Kaufman, 1984; Koe-
gel, 1982); (d) 48 young Afro-Americans sampled to represent a range of
independence and employability (Koegel & Edgerton, 1984; Mitchell-Ker-
nan & Tucker, 1984); and {e) a sample of 48 (now reduced to 17) persons
released from a large state institution over 30 years ago. With the exception
of sample a, we have seldom gone more than a few months without being
in contact with these peopie, and 1in some samples contact is more frequent
than this.

It is neither possible nor appropriate to do more than briefly summarize
the masses of data that have accumulated about the lives of these men and
women. However, the findings and inferences that will be reported here
represent clear and pronounced patterns that have been observed by many
of my colleagues and me for a number of years. First, there is one finding
that is quite clear: Younger mentally retarded people who are new to life
in community settings are given to complaining about the lives they lead
and their own self-esteem. They complain most often about the lack of
close relationships and the opportunity to see themselves more positively
because they are not able to have reciprocal helping relationships with
others around them. These complaints are well taken because, in truth,
their lives are turbulent and these young adults give every evidence of
being unhappy much uf the time. Over time, these same people complain
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less and seem to become happier as their lives tend to stabilize. As these
people grow older, they complain less and instead speak often about the
rewards that their lives hold for them and strongly express their beliefs
that the future will be at least as positive.

This pattern of growing confidence and satisfaction has been reported
before (Edgerton, 1975) and may, therefore, be considered less than fully
newsworthy. But if we turn from the kinds of group comparison analysis
thatled to this finding, to single-person-over-time analysis, another pattern
emerges. When we track individuals over a period of 10, 15, or 30 years,
a striking pattern of stability in their satisfaction with their lives emerges.
As George (1979) has pointed out, we should first make a conceptual
distinction between terms such as happiness (referring to transient affective
states), life satisfaction (referring to how well life’s expectations have been
met), and well-being (a more global expression of satisfaction with the nature
and quality of one’s life). The stability that we observe relates primarily to
well-being, and secondarily so to life satisfaction. We find that major life
events such as illness, loss of a loved one, or job loss can bring about
changes in expressed life satisfaction and in expressed affect. But before
long, these people rebound and return to whatever state of global well-
being they enjoyed before. In like fashion, there are individuals who enjoy
sudden good fortune in the form of a new friendship, a better job, or an
improvement in physical health, and respond with undisguised elation.
However, in due course, they too return to their prior pattern of life sat-
isfaction and well-being (Lazarus & Lannier, 1979).

Many have endured the death of loved ones, abandonment by friends
or lovers, victimization such as rape, robbery, or assault, the loss of a job
or a place to live, and life-threatening illness or surgery while remaining
cheerful, satisfied with their lives, and optimistic about the future. But
others, despite finding better jobs or places to live, making new friends,
developing romantic attachments, and winning increased respect from friends
or relatives, continue to complain about everything, to disparage them-
selves and their lives, and to express fear that the future will be as bad, if
not worse.

The pattern that emerges again and again is that people who were happy
and hopeful 10, 20, or even 30 years ago remain so no matter what ili-
fortune they sufier; and those who were sad or negative about life do not
change even thougli their environment improves significantly. The data
clearly indicate that major life stressors or major gratifications can bring
about changes in affect and expressed life satisfaction, but those changes
are short lived.

Counterintuitive as this finding may seem to those like myself who
believe in the causal power of environmental factors, these data suggest
that internal dispositions—call them temperanient for want of a better term—
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are better predictors of peoples’ satisfaction with the quality of their lives than
are objective environmental variables. If we take this finding seriously, it
would have powerful implications for our ability to program an increased
sense of well-being. Because it is such a controversial finding, one that tends
to devalue environmental affects, we are obliged to ask whether there is any
reason (other than my assertion) to believe that well-being may be relatively
independent of objective standards of life’s quality (Keogh & Pullis, 1980).

There are research reports from other populations that describe similar
findings. Twenty years ago, Maddox (1968) reported that 148 noninstitution-
alized persons age 60 and over showed substantial persistence in lifestyle
patterns and well- >eing over the course of time, a finding that was replicated
by other investigators who worked in the area of gerontology (Stones &
Kozma, 1986). And Ormel (1983), examining data from a 6- to 7-year Dutch
longitudinal study, concluded that how people respond to well-being mea-
sures over a period of years was primarily dependent on attributes of the
persons, not on their environment. According to Ormel, neither deterioration
nor 1mprovement in life circumstances seemed to have had any significant
effects on the amount of distress or satisfaction reported.

To further examine these challenging findings, let us turn to Costa, McCrae,
and Zonderman (1987), who comp:aed the responses given by 4,942 American
men and women between 1981 and 1984 with responses these same people
gave to the same questions a decade earlier. Subjects responded to 10 to 18
items in the General Well-Being Schedule (Dupuy, 1978); changes in life
crcumstances were inferred from current demographic data involving sex,
race, age, income, education, and mantal status, and therefore did not rely
on subject’s memory.

Because of this study’s large and carefully selected stratified probability
sample, 1its findings call for careful consideration. The authors reported that
their data showed great stabity in well-being measures over a 10-year in-
terval. They asserted that they could predict future happiness more accurately
from past measures of happiness than from age, sex, or race or from changes
in marital status, work, or residence. They acknowledged that a large literature
has reported that events like job loss, the death of a loved one, or divorce
can have dramatic effects on well-being, but call attention to other studies
(such as Palmore, Cleveland, Nowln, Ramm, & Siegler, 1579) indicating that
most people quickiy adjust to such negative events. Moreover, as Brickman
and Campbell (1971), Campbell, Converse, and Rodgers (1976), and others
have shown, people adjust to improvements in their hfe crcumstances even
more rapidly.

There are limitations to the Costa et al. (1987) research. For example, it
did not assess the effects of changes in health status on well-being, and
its measure of well-being was so global that it could have missed more
domain-speafi- effects of environmental change on well-being. And, in
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fact, there is evidence to suggest that well-being may be domain-specific—
that is, residential well-being may be quite different from occupational well-
being or marital well-being. Nevertheless, the possibility that a person’s
subjective sense of well-being may derive more from personal attributes
than from the impact of his or her environment should not be rejected out
of hand. There may be more than folk wisdom in the adage that “money
can’t buy happiness.” Neither, perhaps, can changes in one’s environment.

In conclusion, all of this speculation is intended as a cautionary note
about the relationship between changes in objective standards of life and
subjective well-being. Improving the quality of a person’s life may increase
his or her sense of well-being, or it may not. That remains an empirical
question and a difficult one to answer. In my own view, it is likely that
individuals differ greatly in their sensitivity to environmental effects. But
let us suppose that the evidence | have summarized here is correct, and
that features of a person’s environment are less important in bringing about
a sense of well-being than are aspects of that person’s personality or tem-
perament. If this finding were confirmed, what would that imply for our
current and future efforts to ensure an improved quality of life for perscns
with mental retardation?

First, | believe that we must be prepared to uncouple objective standards
of quality from the subjective experience of well-being. We should continue
every effort to ensure that mentally retarded persons have access to better
housing, health care, recreational activities, dignified employment, and
everything else that an enlightened society can provide for its citizens. But
we must never forget that all a society should do is provide options; how-
ever well-meaning, it should not impose standards. Nor should it imagine
that all who accept its array of life-quality options will experience a greater
sense of well-being than they did before, or that all who reject these options
in favor of an alternative lifestyle will be less satisfied.

Because individual choice among available options is essential if there
is to be any meaningful improvement in peoples’ lives, we mus? assure
that it is persons with mental retardation who choose what they want, not
we who choose for them. And if their choices do not invariably bring them
a greater sense of well-being, we should not then impose our choices on
them. They, like the rest of us, should have the right to strive for satisfaction
in life in their own way. And we must understand that some of them, like
the rest of us, will be more successful than others.
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Methodological Issues in Measuring the
Quality of Life of Individuals with
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Althongh everyone seems to understand at some broad level what is
meant by quality of life, the meanings attached to this concept vary consid-
erably. Moreover, the information investigators obtain about the quality of
life of a population is intimately related to the way in which they concep-
tualize and measure it. We leave to others the formidable task of concep-
tuahizing quality of hfe. Instead, we assume here that investiy.aiors know
what they want to measure. In this chapter, we face another formidable
challenge—that of deaiding how to measure it. Qur purposes in this chapter
are to present some of the key methodological 1ssues that arise in assessing
quality of hfe and to offer some guidance about how to resolve them,
drawing primarily on research that has systematically evaluated method-
ologies for interviewing individuals both with and without mental retar-
dation.

FUNDAMENTAL METHODOLOGICAL DECISIONS

To set the stage, let us call attention to four major ways in which meth-
odologies for assessing quality of life can differ. First, measures can be

Adknowledyments  This repurt was supported in part by the Office of Speaial Education and
Rehabilitative Services, U'S Department of Education, under a contract (300-85-0160) to the
Secondary Tiansitin Intervention Effechiveness Institute at the University of Hiinois The
research doune at the Texas Tooh University Rescarch and Training Center in Mentat Retar-
dution was 11 response to an initiative by the President’s Commuttee on Mental Retardation
and was supported in part by a grant frum the Rehabilitation Services Admumistration, De-
partment of Health, Education and Welfare
161
i'--
65




162 Assessmeni Issues

objective or subjective. That is, they can focus on the objective circum-
stances of people’s lives (their income, housing, patterns of behavior, and
so on) or they can assess attitudinal phenomena such as perceived satis-
faction with life in general or with specific life circumstances. Objective
measures can presumably be verified externally; subjective measures can-
not. Second, a measure can be absolute or relative; it can directly index
people’s quality of life or it can compare their quality of life to some standard
such as what they would ideally want, what they experienced in the past,
or what most other people experience. Third, quality of life can be reported
directly by the subjects of study or it can be assessed by someone else (by
an informant or proxy such as a relative or friend or by the investigators
themselves, as when researchers record objective data or conduct behav-
ioral observations). Finally, the measure can be authored or generated by
the investigator or by the subjects of investigation. A subject-authored
approach could entail using unstructured techniques such as participant
observation to elucidate clients’ own value systems and perspectives (e.g.,
Edgerton, 1975) or it could involve designing an instrument based on ex-
plicit input from subjects (as Flanagan, 1978, did after collecting data from
some 3,000 people about specific critical incidents that had enhanced or
worsened their lives).

Although this typology 1s by no means exhaustive, it serves to stmulate
thinking about methodological choice points. Table 16.1 incorporates the
four dimensions into a consideration of the what, who, and how of mea-
suring quality of life. The what question concerns whether a measure as-
sesses objective or subjective information and whether it assesses quality
of lite in an absolute or relative sense. The who question concerns whether
mentally retarded individuals or other people author measures and provide
data The ow column reflects the more specific information goals and types
of items that researchers select once they have made the fundamental
decisions incorporated in the taxonomy. Finally, the citations included in
the table, drawn primarily but not exclusively from the mental retardation
literature, offer a few examples of the approaches that have in fact bec
used by quality of life researchers.

One immediately notes that not all of the 16 cells have entries. Most
commonly, investigators themselves assess quality of life by employing
investigator-generated measures \as Newton et al., 1988, have done by
objectively assessing the number and types of activities in which clients
engage) or they interview either clients or their proxies using investigator-
generated interview schedules (as with the objective and subjective quality
of life items designed by Schalock, Keith, Hoffman, & Karan, 1989). Other
logical possibilities such as client-authored objective measures—measures
that assess the objective life circumstances judged by mentally retarded
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Table 16.1 Methodology Taxonomy for Assessing Quality of Life

What?* Who? How?*
General Method Respondent  Author Type of Instrument Cutation
Objective or
Quasi-objective
Absolute Investigator Investigator Objective behavioral Newton et al.
measures (1988)
Quality of life items Schalock, Keith,
Hoffman, &
Karan (1989)
Quality of hfe Zingarell et al.
standards (1987)
Relatne to some  Investigatur Investigator Normahzation relative  Wolfensberger
standard to “cultural norms” & Thomas
(1983)
Subjective
Absolute Proxy Investigator Quality of life Schalock et al.
(1989)
Consumer satisfaction  Temple
University DD
Center and
UAP (1988)
Client Iweshigator  Subjective well-being Andrews &
Withey (1976)
Satisfaction with home  Heal, Novak, &
and friends Chadsey-
Rusch (1981)
Qualty of life Seltzer (1981)
General happiness and ~ Sigelman etal.
satisfaction (1983)
Chent Participant observation  Edgerton (1975)
Evaluation of hfe’s Flanagan (1978)
cribical incidents
Relative to some  Proay Investigator — —
standard Chent Investigator Relative subjective well-  Heal & Daniels
being (1986)
Client — —

*The questions ot "where” and “when" are also methodolog.cally cnitical, but they are not
addressed in the current paper “"Where"” depends on the ecological vahdity (Bracht & Glass,
1968) r wrements of the evaluation, and “when" depends upon the test-retest rehability
requirements "The type ot instrument can alsv be classified by .ts item type. multiple choice,
completion, vpen ended, open ended with examples, yes-no, Likert levels of agreement or
disagreement,, either-or—any of which can have pictures to make the queston less depen-

dent on language
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individuals to be most central to their well-being—might prove to be very
credible quality of lite indicators.

The decisions implied by the taxonomy presented in Table 16.1 can have
substantial effects on the information obtained. For exam ple, different sub-
jective measures of quality of life seem to reflect a single quality that has
been labeled subjective well-beng, and they correlate more highly with one
another than they do with objective indices of quality of life (Andrews,
1986; Andrews & Withey, 1976; Diener, 1984). In other words, method
variance tends to dominate substantive variance in quality of life assess-
ments. * Jreover, many individuals seem to have difficulty responding to
relative measures that require comparing current with past or future quality
of life (Andrews & Withey, 1976). Indeed, Heal and Daniels (1986) devel-
oped such arelative quality of life measure for mentally retarded individuals
but ultimately abandoned it because test-retest reliabilities were very low.

Theissue of whoserves as respondent or data provider is also significant,
particularly in assessing the quality of life of mentally retarded individuals.
For whatever reasons, answers provided by mentally retarded individuals
and answers provided by their parents or attendants sometimes disagree
considerably (Sigelmap et al., 1983). And although we know very little
about how findings based on investigator-authored and client-authored
measures might differ, we can surmise that estimates of satisfacti n with
life circumstances could differ substantially, depending on whethe 1nves-
tigators or clients generate the list of specific hife circumstances to be eval-
uated.

In short, investigations of quality of life can potentially rely on a wide
range of fundamental methodologies. In practice, however, many of them
have involved interviewing either individuals or their proxies. Accordingly,
we now turn to the more specitic methodological decisions that researchers
face when they interview either nonretarded or retarded individuals.

FACTORS AFFECTING RESPONSES IN SURVEY
RESEARCH

In any research, validity of measurement must be established. In survey
research, validity is diminished to the extent that “irrelevant”’ factors such
as how a question is worded or who conducts the interview systematically
alters the answers obtained. Those who would assess the quality of hfe of
developmentally disabled individuals can learn much from the literature
on systematic response effects or sources of error in survey research (see
Belson, 1986; Converse & Presser, 1986; Schuman & Presser, 1981; Sudman
& Bradburn, 1974, 1982; Turner, 1984). In a massive meta-analysis of such
inadvertent response effects, Sudman and Bradburn (1974) reviewed and
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analyzed no less than 935 references to u.thodological studies from 95
social science journals as well as numerous dissertations, monographs, and
books. They directed attertion to three broad classes of variables that can
potentially alter or distort either objective or subjective survey data: task
vanables (for example, face-to-face vs. self-administered surveys, alternate
question wordings), interviewer roles and characteristics, and respondent
roles and characteristics.

Task Variables

Much evidence suggests that responses can be systematically biased by
question wording and question format or structure. For instance, Rugg
{1941) asked these alternative questions: ‘Do you think the United States
should allow public speeches against democracy?” and “Do you think the
United States should forbid public speeches against democracy” * In re-
sponse to the first question, 62% would not “allow” ,uch speeches; in
response to the second, only 46% would “forbid” such speeches. A seem-
ingly minor difference in wording substantially altered responses.

Comparisons of closed-ended and open-ended questions reveal similar
response effects assoaated with question format. Jenkins (1935) constructed
an exhaustive checklist from all responses to a previously administered
open-ended survey and found that this checkhist (including an “all others”
item) yielded response patterns closely comparable to those yielded by the
open-ended survey. However, responses to an incomplete checklist, from
which some of the popular answers had been removed, differed radically
from responses to the open-ended question, suggesting that the specific
make-up of a checklist, particularly its comprehensiveness, can greatly
influence responding. When Belson and Duncan (1962) compared checklist
and open-ended questions about TV programs watched and periodicals
read by respondents during a specaified time penod, the checklist yielded
higher claims of activity, leading Belson (1986, Belson & Duncan, 1962) to
conclude that checkhists are generally superior because they facilitate re-
trieval of information. However, a small fraction of respondents claimed
to have watched programs included on the checklist that were not actually
televised during the period of inquiry, suggesting that checklists can in
some instances stimulate incorrect overreporting of behavior.

Survey researchers have also become sensitive to the fact that certain
kinds of questions elicit systematic response biases. Questions that provide
respondents with the opportunity to express agreement (by saying “yes,”
“true,”” “agree,”” and the like) may give rise to acquiescent responding.
One strategy for detecting acquiescence is to ask content-free questions,
as Gerjuoy and Winters {1966) did when they presented institutionalized
mentally refarded adults with pairs of identical geometric figures and asked
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if one of the figures was larger (or smaller). Of all responses, 59.1% were
“yes,” a departure from chance that reflects acquiescence. A second means
of assessing acquiescence is to ask questions for which the correct answers
are known. Thus, Cronbach (1942) discovered that students taking true-
false tests are inclined to guess “true’” when they are in doubt. Finally,
acquiescence has been detected through item-reversal techniques, in which
a question and its opposite are asked and agreement with both questions
indicates acquiescence. Using this approach in a study of children’s cog-
nitive development, Rothenberg (1969) discovered that fully 65% of the
least cognitively mature children in the study contradicted themselves by
saying that two sets of blocks had both the same number and a different
number of blocks.

A related threat to validity is socially desirable responding, the tendency
to present oneself in a favorable light (see DeMaio, 1984). Scores on per-
sonality scales often correlate highly with the independently rated social
desirability of scale items (Edwards, 1957). Similarly, many people respond
to survey items in ways that suggest that they are concerned with obtaining
social approval and are hesitant to admit to undesirable behaviors, espe-
cially when items are subjective or attitudinal, when it is obvious which
options are socially desirable or undesirable, and when questions are pre-
sented in face-to-face interviews rather than in self-administered question-
naires (Sudman & Bradburn, 1974). Both social desirability and acquiescence
have proven to be significant problems in quality of life research, perhaps
helping to explain why members of the general population typically rate
the quality of their lives above the neutral point, regardless of how neutral
is anchored or described (Andrews & Withey, 1976; Diener, 1984).

Three other messages about the effects of task variables on survey re-
sponses are worth mentioning. First, when respondents are asked to recall
behavioral information, particularly about socially disapproved activities,
their tendency to underreport behaviors increases as the length of the recall
period lengthens (Sudman & Bradburn, 1974). Second, responses to par-
ticular questions can vary depending on the context in which they appear;
for example, people report higher levels of general happiness when they
have just been asked about their marital happiness than when they have
just been asked about their finances (Turner, 1984). Finally, the ranges of
such response effects or biases are larger for attitudinal (subjective) ques-
tions than for behavioral (objective) questions.

Interviewer Variables

Sudmai and Bradburn (1974) concluded that response effects attribut-
able to interviewer characteristics such as age, sex, race, and social class
are generally less powerful than those attributable to task variables. When
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interviewer characterisiics do matter, it is usually under highly specific
conditions, such as the interviewer's race influencing responses when peo-
ple are asked about their racial attitudes (Schuman & Converse, 1971).

Respondent Variables

Sudman and Bradburn (1974) concluded that the strength of response
biases generally did not vary as a function of the sex, race, or age of the
respondent. However, they did find that children with 8 years or less of
school tended to be especially susceptible to many response effects. More-
over, respondent and task variables sometimes interact so that, for «x-
ample, elementary school students are especially likely to overreport their
behavior 1n response to closed-ended checklists and respondents with less
than a high school education are especially likely to give diffrent answers
to long questions than to short questions. Although Sudman and Bradburn
generally did not find level of education to be an influential factor within
the adult populaticn, Schuman and Presser (1977, 1981) have found that
adults with limited education are espeaally susceptible to certain response
effects. Specifically, cumpared with more educated adults, they are espe-
cially likely to acquiesce, to give discrepant answers to “allow” versus
“forbid”” question wordings, and to underreport on open-ended questions
but overreport on closed-ended questions.

Implications for Interviewing Mentally Retarded Individuals

The response effects hiterature carnies some sobering messages for those
who would assess the quahity of life of individuals with mental retardation.
It clearly demonstrates that varations in such task factors as question
wording, question structure or format, and the extent to which a question
implies a socally desirable response can alter the answers provided by
nonretarded individuals. Fortunately, this literature contains many prac-
tical guidelines about how to minimize response effects and write effective
questions (see especially Andrews & Withey, 1976, Converse & Presser,
1986, Sudman & Bradburn, 1982). Tactics that increase validity of response
in the general population (including individuals who serve as proxies for
mentally retarded subjects) are also likely to increase vahdity of response
in the mentally retarded population.

Unfortunately, this literature also implies that response effects that threaten
the validity of survey data are especially likely to be evident among indi-
viduals who are cognitively immature and/or relahvely uneducated. By
implication, the literature on child language and communication devel-
opment represents one fertile source of guidance for researchers who plan
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to interview individuals with mental retardation. Children and adults who
are mentally retarded can generally be expected to acquire cc mmunication
skills such as the ability to answer different types of questions in the same
order that nonretarded children do, and to display levels of communication
development roughly comparable to those displayed by nonretarded in-
dividuals of similar mental age (see Sigelman et al., 1983).

However, one must still expect that questioning mentally retarded re-
spondents about their quality of life will raise some unique mcthodological
problems. Thus, there is ultimately no substitute for systematic research
on the ability of individuals with mental retardation to answer questions
and to answer them meaningfully. We now turn to that research.

RESEARCH ON INTERVIEWING MENTALLY
RETARDED RESPONDENTS

Most of the fairly small body of research on the methodology of inter-
viewing mentally retarded individuals was conducted at the Research and
Training Center in Mental Retardation at Texas Tech University (see Sig-
elman, Schoenrock, Winer et al., 1981; Sigelman et al., 1983, for over-
views). The project involved administering 20- to 30-minute interviews
containing alternative forms of questions to retarded individuals, present-
ing the same or alternative questions in repeated interviews approximately
1 week apart, and conducting parallel interviews with parents or direct
care staff to determine the extent of agreement between retarded inter-
viewees and informants speaking on their behalf. Each of three main sam-
ples—institutionalized children (ages 12 to 16), institutionalized adults,
and community children (ages 12 to 16)—included males and females in
three IQ ranges (severe, moderate, and mild retardation). A fourth sample,
used to evaluate interview strategies especially designed for individuals
with very limited verbal skills, consisted of members of the institution
Samples who had been largely but not entirely unresponsive when first
interviewed.

Four standards were applied in judging which of various alternative
questions were the most promising approaches to obtaining meaningful
information directly from retarded persons: responsiveness (the proportion
of interviewees who could answer a question, regardless of the truth or
falsity of answers); test-retest reliability (correspondence between answers
to the same questions on two occasions); consistency (correspondence be-
tween responses to questions whose wording or format differed but whose
meaning remained the same); and agreement with informants or, in some
instances, with objective fact.
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Responsiveness

Much as one might want to interview mentally retarded individuals
using well-established quality of life measures designed for the general
population, national surveys typically use language “within the range of
comprehension of high school graduates” (Converse & Schuman, 1984,
p- 309). Obviously, questions are useful only to the extent that individuals
with mental retardation can comprehend and answer them (e.g., can men-
tion one of the two options in response to an either-or question).

Sigelman, Winer, and Schoenrock (1982) feund that high proportions—
generally over 80%—of their mentally retarded samples could provide
answers to yes-no questions (e.g., “Do you set the table?”’) and to picture-
choice questions (e.g., given four face drawings ranging from very happy
to very sad, "Which picture shows how you like the food here?”). Yes-no
questions about activities tended to be easier to answer than yes-no ques-
tions about subjective phenomena such as happiness. Verbal either-or
questions were answerable by 66% to 72% of the three main samples, and
verbal multiple choice questions and open-ended questions proved to be
the most cognitively demanding, answerable by about half of the institu-
tionalized respondents and 70% of the community children. Responsive-
ness to questions increased as IQ increased (Sigelman et al., 1980). Preliminary
screening interviews established the obvious. most profoundly retarded
persons cannot answer verbal questions. In the 1Q range associated with
scvere mental retardation, responsiveness scores differed greatly from per-
son to person, within the moderately and mildly retarded ranges, most
individuals proved able to respond to simple questions of a variety of types.

Reliability

The test-retest rehability figures reported by Sigelman et al. (1983) are
both gratifying and disapponting. For example, when institutionalized
children were asked the same yes-no questions about their activities on
two occasions about a week apart, their answers were consistent an average
of 87% of the time. However, this estimate of reliability was inflated by
the strong tendency to say “yes’” to most questions. What may have been
reliable was the tendency to acquiesce rather than the tendency to provide
valid information. Four-option multiple-choice questions about activities,
although answerable by relatively few individuals, yielded about 72% test-
retest agreement, whereas the consistency of answers to multiple-choice
questions presenting four levels of happy and sad faces and inquiring about
satisfaction with living circumstances was a discouragingly low 46% . Open-
ended questions about discrete facts were answered consistently about two-
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thirds of the time (e.g., 63% gave the same first and last names on both
occasions when asked their name), but open-ended questions calling for
enumerations of activities only rarely yielded mention of the same activity
both times and had high reliability only in the sense that many activities
were ot mentioned both times. Although these reliability estimates suggest
that one can usually get the same answer from retarded individuals on
two occasions, they are difficult to interpret without determining whether
the answers obtained also seem to be valid.

Consistency

Perhaps the most compelling criterion of the adequacy of a questioning
approach is that it yield answers that are consistent with answers to al-
ternative questions on the same topics and that are relatively free of sys-
tematic response bias. The Texas Tech data demcnstrate that acquiescence
in response to yes-no questions is a major source of response inconsistency
(e.g., Sigelman, Budd, Spanhel, & Schoenrock, 1981b). In al! three samples,
the following oppositely worded questions were presented: Are you usu-
ally happy? versus Are you usually sad? and Are you usually by yourself?
versus Are you usually with other people? The percentages of respondents
who answered yes to both versions of the same question ranged from 39%
to 51%. By comparison, 0% to 8% displayed a nay-saying bias, saying no
to both forms of a question. For the happy versus sad questions, although
not for the alone versus with other questions, the tendency to acquiescence
increased as IQ decreased. In the difficult-to-interview sample of institu-
tionalized children and adults, acquiescence was also revealed by incorrect
answers to factual questions, for example, in response to yes-no questions,
over 40% of these respondents claimed to be Chinese or to be school bus
drivers.

There was one set of alternative yes-no questions for which nay-saying
rates exceeded acquiescence rates (Budd, Sigelman, & Sigelman, 1981).
Institutionalized adults were asked both “’Are you allowed to . . .” and "'Is
it against the rules to . . .” questions about disapproved activities (hitting
people, staying up late, calling people ugly names, and leaving without
asking). On these items, an average of 38% of the responding adults con-
tradicted themselves by saying no to both forms of a question, whereas a
smaller percentage (17.5%) said yes to both. This finding suggests that a
desire for social approval may underlie both acquiescence and nay-saying.
That is, retarded respondents may say yes to many yes-no questions in
order to be agreeable and may say no to questions that mention socially
undesirable behaviors to deny any association with these taboos.

Although the problem of acquiescence in response to yes-no questions
was particularly severe, either-or questions sometimes engendered a sys-
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tematic response bias of their own (Sigelman, Budd, Spanhel, & Schoen-
rock, 1981a). When asked parallel either-or questions in which only the
order of options was altered (e.g., Are you usually happy or sad? versus
Are you usually sad or happy?), respondents were more likely to contradict
themselves by choosing the second option both times. This recency bias
was fairly prevalent, characterizing an average of .!most 21% of paired
answers 1n three samples (versus about 9% reflecting a primacy bias and
involving the choice of the first option both times).

Finally, open-ended questions were associated with the response bias
of underreporting activities. As a result of both underreporting on open-
ended questions and acquiescence on yes-no questions, respondents typ-
ically claimed to engage in far fewer activities when they were asked open-
ended questions than when they were asked yes-no questions (Sigelman,
Budd, Winer, Schoenrock, & Martin, 1982). Although Belson (1986) con-
cluded that yes-no checklists are preferable to open-ended questions in
surveys of the general population, either approach 1s suspect with the
mentally retarded population.

Interestingly, just as practice in answering questions seems to improve
responsiveness to questions (Sigelman et al., 1983), 1t may also improve
consistency of response to alternativ e questions. Conroy and Bradley (1935)
found that only 16 of 23 residents of an institution responded consistently
to a yes-no question and a multiple-choice question with happy and sad
faces about satisfaction with their Iiving circumstances. Four years later,
demnstitutionalized individuals responded with perfect consistency. While
this increase 1n consistency may have been attributable more to the re-
spondents’ strong preference for remayning in the community than to their
considerable expenence 1in being interviewed, residents who remained in
the institution also displayed substantial increases in response consistency
on various satisfaction items over time.

Agreement with Informants or Factual Records

The final standard that was applied by Sigelman et al. (1983) in judging
the quality of information received from mentally retarded interviewees
was 1ts agreement with information obtained from other sources. While
one should not assume that disagreements between retarded individuals
and their parents or direct care staff necessanly reflect invalid responding
on the part of retarded individuals, one can be more confident of responses
if two respondents agree. In one fairly representative analysis of resident-
staff agreement, agreement was 52% for a yes-no checklist and 60% for an
open-ended question about participation in various sports (Budd et al.,
1981). Disagreements 1n response to the checklist most often involved the
resident’s saying “yes” but the caretaker’s saying “no,” whereas dis-
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agreements on the open-ended questions more often involved the res-
dent’s not mentioning an activity that the caretaker mentioned. This pattern
of disagreements suggested that acquiescence and underreporting cn the
part of retarded individuals were largely, although not totally, responsible
for discrepancies between their answers and the answers provided by care
‘staff. At the same time, correlations between IQ and agreement, while
significant in two of three samples, were w .ker than one mught expect
(Sigelman et al., 1980), implying that agreement with informants is an
imperfect indicator of response validity.

Yet the validity of answers obtained trom mentally retarded individuals
is often limited even when the standard of validity is known fact. Many
such individuals have difficulty providing accurate responses to opea-ended
questions inquiring about their full names, birthdates, and addresses (Sig-
elman et al., 1983). Some cannot answer such questions, and about a third
of those who do answer do not provide fully correct information.

Possible Solutions to Problems in Interviewing Mentally Retarded
Individuals

Perhaps the main message of this research 1s that obtaining meaningful
information about quality of life directly from individuals with mental re-
tardation is problematic. Simply getting answers from, individuals with
limited verbal skills is only the first of the challenges. Response effects that
jeopardize the validity of answers obtained from the general population
seem }o operate even more strongly in mentally retarded populations.
Where does this leave researchers who wish to survey persons with mental
retardation about their quahty of life?

The solution adopted by the Texas Tech researchers was to identify
optimally effective questioning techniques by pitting alternative questions
against each other and determuining which of them optimized responsive-
ness, reliability, self-consistency, and agreement with informants or known
facts By these criteria, either-or questions (or objective multiple-choice
questions with three or four options)—particu!arly when accompanied by
pictures—surfaced as the most promising questioning approach. Factual
multiple-choice questions offering discrete options (ways to get to school
or types of dwellings) worked well, much better than multiple-choice ques-
tions presenting happy and sad faces or quantitative options such as a lot,
sometimes, not much, and never (Sigelman et al., 1983). Moreover, when
Sigelman and Budd (1986) systematically compared questions with and
without pictures, they found that pictures enhanced responsiveness to
either-or and multiple-choice questions, only slightly reduced agreement
with informants, and, particularly in the low-verbal sample, reduced the
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tendency t> choose the second of the two options in either-or questions.
Thus, instead of using a yes-no checklist to find out about participation in
various activities, one mght develop line drawings of these activities, a
comparison drawing of a person doing nuthing, and ask questicns like
this: ““Some people cook their dinner on the stove. Other people don’t
cook their dinner on the stove. Which one is most like you? Point to the
picture.” Such questions, especially when they are objective rather than
subijective, can be answered by most severely to mildly retarded persons
and, more importantly, can yield relatively valid answers.

A second approach, adopted by Heal and Chadsey-Rusch (1985), is to
interview mentally retarded individuals with whatever types of questions
seem most natural and then statistcally correct for response bias. In their
29-item Lifestyle Satisfaction Scale, Heal and Chadsey-Rus-h (1985) included
an acquiescence subscale, which consisted of paired questions for which
responding yes to both would constitute self-contradiction and indicate
acquiescence. Using multiple regression techmiques, lifestyle satisfaction
scores vere then corrected for acquiescence (adjusted downward, because
acquiescence predictably inflated estimates of satisfaction). This approach
has considerable promise, and it could also be used to adjust either-or
measures for the recency or second option response bias.

A third option is to concede that many mentally retarded persons cannot
provide meaningful information in interviews, and to rely instead on data
provided by informants or by the investigators themselves. A less extreme
variant of this solution is to devise a screening interview that can be used
to determine whether the individual or someone else should provide qual-
ity of life data. Such a screening interview might assess responsiveness to
questions, determine the validity of responses to basic questions whose
answers are known, and gauge susceptibility to response biases that might
compromise the validity of answers to the full interview. The problem, of
course, is that any resulting differences in quality of life between higher-
ability and low er-ability individuals might be attributable more to the dif-
ferent research mr.thods used than to true differences in the quality of their
lives Becauvse profoundly retarded individuals are generally incapable of
participatiag in verbal interviews, this problem exists already for those who
seek to scudy the entire mentally retarded population.

Ultimotely, researchers might be best off adopting a blend of these ap-
proaches. For example, they might rely on either-or or multiple-choice
questons accompanied by pictures whenever feasible, build into their in-
terview schedules checks for response bias that can later be used to adjust
scores to remove the effects of response bias, and turn to information-
gathering techniques other than client interviews when those alternative
techniques are likely to yield the most valid data.
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SUMMARY AND CONCLUSIONS

We began this chapter by presenting several fundamental methodolog-
ical decisions that must be made in order to assess the quality of life of
mentally retarded individuals, calling attention to potentially important
distinctions between objective and subjective, absolute and relative,
subject-completed and informant-completed, and subject-generated and
investigator-generated measures. We then turned to some of the meth-
odological problems that arise in interviewing members of the general
population, particularly problems stemming from systematic response biases
associated with question format and wording. The literature in this area
clearly demonstrates that what one learns about the quality of life of non-
retarded individuals can differ considerably depending on how questions
are asked. This means, of course, that information obtained from individ-
uals who serve as proxies for mentally retarded individuals cannot be
assumed to be valid unless care is taken in designing survey instruments
to reduce response effects.

The challenges of assessing quality of life through survey methods are
only magnified when mentally retarded individuals serve as respondents,
as documented by the systematic research on the methodology of inter-
viewing mentally retarded individuals reviewed here. It seems challenging
indeed to get answers to questions from many persons with mental retar-
dation and, more importantly, to elicit responses that are reliable, consis-
tent with responses to different questions on the same topic, and substantiated
by information obtained from other sources. These rather discouraging
findings may tempt researchers to forgo interviewing mentally retarded
persons entirely. Thus, investigator-gathere 1 behavioral observations of
rates of smiling, laughing, frowning, and crying might be used in place of
self-reports of subjective well-being.

Our own position is that multiple methodologies, each of them dem-
onstrated to be reliable and valid, are needed in order to adequately assess
the quality of life of mentally retarded individuals, and that interviews with
such individuals should be one of these methodologies. There are com-
pelling philosophical reasons for providing mentally retarded consumers
with opportunities to tell us how they perceive their lives and how they
would like their lives to change. Moreover, we have directed attention in
this chapter to empirically based guidelines that can improve survey meth-
odology and enable more mentally retarded individuals to speak for them-
selves. When interviews yield useless information, it is too often because
researchers are not seeking information as effectively as they might. It is
a disservice to individuals with mental retardation to “slap together” a
measure and simply hope for the best. Developing any reliable and valid
quality-of-life measure requires considerable effort, effort that promises to
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result in a fuller understanding of the lives of developmentally disabled
citizens. .
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Quality of Life of Persons with Severe or
Profound Mental Retardation

Sharon A. Borthwick-Duffy
Univers.ty of California, Riverside

Until recently, quality. of life was a term that was used frequently in
reference to the life situations of persons with severe and profound levels
of mental retardation, but it had neither been defined nor measured. Berk-
son and Landesman-Dwyer (1977} concluded from their review of the lit-
erature that the main impact of research on severe and profound mental
retardation from 1955 to 1974 was the change in our perception of these
people, from a very primitive and rather degrading view !0 one that ac-
knowledges their cognitive an. social potential. As a result of the change
in emphasis from custodial care to habilitation, these individuals have
become less isolated. more independent, and are more frequently included
in programming and sovial activities that may well lead to an enhanced
quality of life. Still, persons with profound mental retardation have been
referred tc as “the most misunderstood and under-researched human group”’
(Swartz, 1979, p. ix).

Differe.~ces in functional abilities between groups with severe and pro-
found mental retardation have also been documented in the literature
(O’Grady & Talkington, 1976), as well as differences within mental retar-
dation levels (e.g., Cleland, Rago, & Mukherjee, 1978; Landesman-Dwyer
& Sackett, 1978; Miller, 1976). However, although there is some validity
to criticisms of researchers and professionals who lump severe and pro-
found levels of mental retardation together (Cleland, 1979). the quality of
life issues presented in this chapter should be relevant to persons found
on the continuum from severe to profound retardation.

QUALITY OF LFE MODELS AND DEVELOPMENTAL
LEVELS

The origins of quality of life models are found in community psychology'
studies of the life quality of nonretarded adults (e.g., Flanagan, 1982;

Acknowledgments  Preparation of this manuscnipt was supported in part by Grants No. HD-
21056 and HD-22923 from the National Institute of Child Health and Human Developmen

177

18]

"
fs
f

4
S0 at Lo




178 Assessment [ssues

McKennell & Andrews, 1983; Moos & Moos, 1983). Although operational
definitions differ somewhat across models, the same four dimensions—
residential environment. interpersonal relationships, activities/community
involvement, and stability—seem adequate to describe the major aspects
of a quality of life model, regardless of intelligence level (Borthwick-Duffy,
1989). Recently developed quality of life models for higher functioning
mentally retarded adu.ts (e.g., Schalock, 1986) closely resemble the com-
munity psychology models, although increased attention is given in the
mental retardation constructs to the utilization of community resources and
leisure activities. It may be because these activities do not occur as naturally
among persons with mental retardation that this aspect of the normalization
principle is of particular importance to professionals. The operational def-
initions of measured variables in studies of mild and moderately retarded
groups can also be explained ir terms of the above mentioned four di-
mensions.

As has been noted, the conceptual and measurement models that have
emerged in the field of mental retardation in recent yeais reflect attempts
to identify the salient dimensions of life quality. but have mostly focused
on the iifestyles of moderately and mildly retarded adults who live with
some independence in community settings (e.g., Cragg & Harrison, 1986;
Donegan & Potts, 1988; Halpern, 1986; Keith, Schalock & Hoffman, 1986).
In contrast, the study of quality of life issues as they relate to children and
adults with severe and profound mental retardation has received less at-
tention in the literature.

There may be questions as to why it is necessary to discuss quality of
life separately for higher and lower functioning retarded groups of people.
Clearly, we would wish for happiness, satisfaction, environmental comfort
and harmony, and a general feeling of well-being for all people we care
about, regardless of IQ or age. However, while it is reasonable to assume
that the same general dimensions of life quality are meaningful for all levels
of intelligence, the relevance of specific criteria used to define and measure
those dimensions is likely to differ across disabilities and handicaps. Flan-
agan (1982) suggested that information should be obtained from persons
with various types of disabilities in an effort to supplement his quality of
life model and make it more sensitive to the lifestyles of persons whose
disabilities limit their opportunities and experiences. It follows then, that
within disability groups such as mental retardation, measurement of quality
of life should also be modified by the degr. . of the disability.

To illustrate the point, consider the group of nonambulatory profoundly
mentally retarded (NPMR) people described by Landesman-Dwyer and
Sackett (1978) as incapable of moving about, even with assistance, lacking
all adaptive behavior skills, and unresponsive {0 external stimulation. The
NPMR individuals studied by these investigators sperd nearly 21 hours per
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day in either sleep or low-level activity, falling asleep throughout the day
and night. For detecting behavioral change, standardized developmental
tests were determined to have little utility among this group of people
whose average developmental level was similar to that of a nonretarded
21-month-old infant. An important finding of this study, though, was that
an experimental condition that included upright positioning and provision
of salient social and nonsocial stmul did have considerable positive effects
on the behavior and activity levels of these people. Moreover, it was con-
cluded that changes in these important aspects of the individual's quality
of life, including alertness, attentiveness, and response to stimuli, could
be both monitored and measured.

Thus, quality of life should be evaluated differently for the group just
described than, for example, mentally retarded people who are employed,
live independently, and socialize at home and in the community with family
and friends. For persons who have more severe levels of mental retardation,
the measurement of quality of life, although spanning the same dimen-
sions, may be very different than for nonretarded or mildly retarded groups.
For example, a community involvement dimension could be judged by
civic activities or athletic team participation for a nonretarded or mildly
retarded person, while the same dimension might be measured by the
frequency of visits to the shopping mall, park, or grocery store accompanied
by a caregiver for a person who lacks the basic skills to function indepen-
dently in these settings. Likewise, stability can be interpreted as length of
time in a job, marriage, or educational program for a mildly retarded or
nonretarded person. For people with severe or profound meatal retarda-
tion, an important aspect of stability is the lack of frequent movement from
placement to placemnent. These people have been described as being vul-
nerable to a “conditional belongingness” in their residential and cduca-
tional settings (Evans, 1983, Keys, Boroskin & Ross, 1973; Willer & Intagliata,
1984).

The NPMR group represents an extreme level of disability. Most persons
with severe and profound retardation have more abilities and fewer hand-
icaps than the NPMRs. Nevertheless, it seems reasonat!e that life quality
for people who are dependent on others for the majority of their daily
needs should be considered apart from persons living more independently.

QUALITY OF LIFE VS. QUALITY OF CARE

Residential environments are frequently studied with regard to their
influence on outcomes such as placement stability and changes in adaptive
behavior (Eyman, Demaine, & Lei, 1979). However, the characteristics and
quality of the care provided have also been acknowledged as reflecting
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quality of life (Hemming, Lavender, & Pill, 1981, Seltzer, Sherwood, Seltzer,
& Sherwood, 1981), regardless of their effct on other outcomes.

The distinction between quality of care and quality of life is an important
one and is discussed in more detail in other chapters. It is mentioned here
because the role that quality of care plays in quality of life is of particular
importance to persons who are severely or profoundly retarded and are
dependent on families or caregivers for providing for their training and
physical and emotional needs. For many persons with severe or profound
mental retardation, the majority of their time is spent within the residential
environment, no matter how dedicated the parent or caregiver is to com-
munity integration and normalization principles.

Rosen (1986) discussed quality of life in terms of Maslow’s hierarchy of
needs. This kind of conceptualization places quality of care (¢.g., providing
for health, safety, and basic physical needs) at the bottom of a quality of
life continuum, with the highest order needs being independence, freedom
of choice, self-esteem, personality, and freedom from undue restraints.
Rosen speculated that for some individuals with severe and profound cog-
nitive handicaps, satisfaction of some higher order needs could place an
individual at risk and jeopardize the fulfilln.ent of lower level needs. This
view suggests tha! for som: individuals, quality of ~are and qu.lity of life
are inseparable. That is, for some the quality of care received as basic needs
are met may define quality of life, while for others, quality of care provides
only the foundation for what is interpseted as quality of life.

Quality of care is frequently associated with standards of care, and li-
censing and accreditation standards were developed to insure the best
possible care. Riddle and Riddle (1982) argued, however, that the docu-
mentation associated with meeting standards and regulations has become
a barrier to the happiness of persons who live in facilities that are overly
concerned with certification. They further concluded that standards say
little abot  happiness and that standards are bei..g misinterpreted to the
detriment of those they are intended to protect. They criticized standards
that adhere so closely to normalization principles that they ignore the
wishes of the person who is retarded, suggesting, for example, that dis-
allowing an adult’s choice of a Raggedy Ann doll because it is not age-
appropriate is unfair to the individual and ignores his or her “joy quotient”’.
Conroy and Bradley (1985) also concluded from their study of Pennhurst
residents that accreditation standards were not related to developmental
progress, although their findings must be interpreted within the design
limitations of their study (Hemp & Braddock, 1988) Moreover, if quality
of care is necessary but not sufficient for achieving other desired outcomes,
then it might not be expected to produce cnanges in development.

On the other hand, because persons with severe and profound mental
retardation are more likely than others to have secondary handicaps (e.g.,
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. v ,ion, hearing, physical impairraznts), more health problems, and be at
: greater risk of an early death than persons with less severe degrees of
retardation, the quality of health care provided, the attentiveness of direct
care staff, and the cheerfulness of physical surroundings may each be

1 critical to the quality of hife of these people, and may reflect the very essence
. of it. Residential stability and opportunities to develop social relationships
with peers have also been cited as important quality of life indicators that

are related to quality of care. For some people these may even take priority
over training programs and *he goal of movement to less restrictive settings
(Hemp & Braddock, 1988). In this regard, Seltzer et al. (1981) concluded
that the extent to which normalization or other sociophysical aspects of a
home enhance an individual’s quality of life, regardless of their effect on
other outcomes, environmental quality can be perceived of as a quality of
life goal in itself. It might be fair to say, then, that although quality care
canrot guarantee the highest quality of hfe, it could be considered at the
very least as a necessary component for all individuals.

PLIRE 5 Ll owit e aryiy

EDUCATIONAL ASPECTS OF QUALITY OF LIFE

The importance of involving mentally retarded people in community
activities 15 well recognized and is reflected in the deinstitutionalization
and normalization policies of recent years. There is still disagreement,
however, cver the appropriateness of various educational and empioyment
programs for persons with mental retardation, and for those with severe
and profound retardation in particular.

Public Law 94-142 guarantees an appropriate educational program for
all persons ages 3 to 21, regardless of severity of handicap. For those with
severe and profound mental retardation, though, the implementation of
this mandate has not resulted in clearly agreed upon curricula or placement
procedures. Some currently proposed policies that are intended to apply
to all persons with mental retardation may be most relevant to higher
functioning students, but are likely to have the greatest tmpact on severeiy
handicapped students.

In principle, the placement of individuals with severe and profound
levels of mental retardation in an integrated educational setting should
enhance their quality of life. Students with the most severe handicaps have
been traditionally placed in segregated school sites because it was believed
that they would receive maximum benefit from specally trained teachers,
modified physical environmerts including restrooms in classrooms, train-
ing kitchens, and vocational workshops, onsite therapists; and adaptive
equipment for motor development. This method has been challenged in
recent years by those who believe that the benefits of integration outweigh
the advantages of specialized school sites.
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Brown, Ford, Nisbet, Sweet, Donnellan, and Gruenewald (1983) pre-
sented some persuasive arguments for the educational placement of se-
verely handicapped students in chronological age-appropriate regular schools
that are closer to home. rather than in segregated schools. Decreased trans-
portation time; closer proximity to special school activities; school peers,
related services, and extracurricular activities; use of nonhandicapped vol-
unteers to reduce “dead ti.ie” in class; increased variety of experiences
and stimulation; more normal standards of behavior; and positive psy:ho-
logical and social working environments are among the proposed bene£is
of regular school placements for students who are currently segregated.
Although the debate over whether or not students should be physically
integrated is primarily a philosophical one that parallels earlier arguments
for deinstitutionalization, it is still reasonable to question whether evalu-
ation studies will bear out the promise of improved quality of life in in-
tegrated settings.

Reaching beyond the challenge to eliminate segregated school settings,
the goal of the Regular Education Initiative (Reynolds, Wang, & Walberg,
1987; Will, 1986) is to establish an educational system thai would place
students with mild and moderate disabilities who are currently segregated
in special education programs into regular education classes. Focusing on
academic-related outcomes, this plan is intended to utilize the most effec-
tive teaching strategies from special and general education, thereby in-
creasing regular education teachers’ skills in dealing with students of different
ability levels. The Association for Persons with Severe Handicaps has also
adopted a resolution that calls for the education of students with severe
and profound disabilities in regular education programs (Stainback, Stain-
back, & Bunch, 1989). Wang and Birch’s (1988) Adaptive Learning Envi-
ronments Model (ALEM) has been billed as a large-scale mainstreaming
program that can accomplish the goals of the Regular Education Initiative
and, although it is intended to be appropriate for persons of all levels of
mental retardation, evaluations of the model have not focused on those in
the severe and profound range. Even for the groups that have been studied,
there is disagreement about the efficacy of the ALEM as it has been eval-
uated by its authors (Bryan & Bryan, 1988; Fuchs & Fuchs, 1988a, b).

Whereas the ALEM focuses on academic-related outcomes, the Inte-
grated Critical Skills Model (ICSM) emphasizes teaching severely handi-
capped students in the context of functional life activities in naturalistic,
real-life situations (Brown ¢t al., 1983). Brown and his assaciates questioned
the assumption that severely handicapped students a.e able to transfer
skills learned in simulated settings in the classroom to natural environments
and believed that curricula should not depend on the generalizaticn of
skills. The ICSM also focuses on skills that will be utilized in nonschool
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and postschool environments, preparing students to function as indepen-
dently as possible outside the school setting.

The issues related to the selection of content and teaching method will
not be easily resolved. With regard to the relationship between educational
goals and an individual’s quality of life, Sailor, Gee, Goetz, & Graham
(1988) concluded that:

Quantifying quality of Iife in a way that allows for measurement of

outcomes of educational programs for persons with the most severe

disabilities is one of the greatest challenges we face in the coming decade

{p. 89).
Bricker and Filler (1985) concurred, noting that, because of the heteroge-
neity of this group, precise statements about the content of an appropriate
education are currently difficult to generate for the severely retarded pop-
ulation” (p. 6). Itis clear that these issues regarding the educational aspects
of quality of life have not yet been settled. For example, Clurman (1987)
recently suggested a new perspective: that for some persons with severe
and profound mental retardation, the benefit of education might not be to
add to one’s repertoire of abilities, but might only be the maintenance of
status quo abilities and a stable quality of life.

EMPLOYMENT ASPECTS OF QUALITY OF LIFE

Brown et al. (1984) proposed an employment training model for persons
with severe handicaps. Although there is support for the basic premise of
the model, their suggestion that these people might volunteer or forego
wages during extended training periods has been disputed (Bellamy et al.,
1984). These authors argued that unpaid work unnecessarily sacrifices em-
ployment wages and benefits, promotes unequal treatment of persons with
severe disabilities, and affects self-esteem and other quality of life indica-
tors. They advocated a supported employment model that is designed to
allow persons with severe handicaps to experience a combination of the
benefits of normal job experience with support at the worksite. The out-
come of this debate is another one that will have a particular impact on
persons with severe and profound mental retardation, as these people are
mosi likely to require extended training and are less likely to develop
marketable skills.

LANGUAGE DELAYS AND QUALITY OF LIFE

Profound mental retardation is frequently characterized by the lack of
intelligible speech, and, although persons with severe retardation m. nifest
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some meaningful speech, their ability to express themselves is also hmited
by low levels of cognitive development (Cleland, 1979). This lack of recep-
tive and expressive language plays an important role in an individual's
ability to make choices and to provide meaningful responses to inquiries
about his or her life satisfaction.

Choices in Daily Living

If an individual cannot communicate his needs, desires, or preferences,
this has serious implications with regard to his freedom of choice in matters
of daily life. However, the evidence suggests that individuals lacking verbal
or signing skills are nevertheless able to communicate many of their pref-
erences. In a recent study of 48 people with severe or profound retardation
living in ~ large public residential facility, direct care staff reported no
differences in their ability to assess the preferences and needs of clients
who had varying estimates of quality of life (Rocheleau, Spolar, & Yang,
1988). Cirrin and Rowland (1985) also found in a sample of persons with
severe and profound levels of retardation that all subjects were capable of
intentionally communicating through nonverbal means, and that great di-
versity existed in the types and frequency of communication styles used.
Caregiving strategies such as paying careful attention, mechanisms such
as computerized symbol boards, and directly teaching individuals to learn
to use freedom of choice have been suggested to help create environments
that foster communication and allow people more opportunities to gain
control of their life situations and open doors to the outside world (Cirrin
& Rowland, 1985; Kurzer, Mott, & Stamatelos, 1984; Riddle & Riddle, 1982).
Further progress in this area would offer some promise to improving the
quality of life of persons who lack traditional forms of communication.

Self-Report Measurement of Quality of Life

Obtaining the individual’s own evaluatic.1 of his overall life circumstance
is likely to be a greater challenge than cetermining his choices in daily
living because it requires an ability to understand the questions asked, to
realistically assess options, and to express feelings about his residence,
relationships, integration, employment, and education. The work by Heal
and Sigelman in this volume suggests a rather bleak picture: severely and
profoundly retarded individuals may be unable to provide accurate judg-
ments of their own life quality, and parents or other advocates may not
be able to accurately represent their feelings for them. Nevertheless, we
continue to be challenged to develop methods to help nonverbal persens
to communicate and to utilize input from families and other advocates in
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the evaluation of the quality of life of these people (Heal & Chadsey-Ruvsch,
1985; Schalock & Heal, 1988).

MEASUREMENT OF QUALITY OF LIFE

In an attempt to quantify the abstract construct of life quality, measure-
ment instruments have been developed that provide a quality of life “’score”
for persons with mental retardation. Two examples will be discussed in
this section. The Quality of Life Questionnaire (Keith, Schalock, & Hoffman,
1986) elicits information about an individual’s control over his environment
and his satisfaction with various aspects of his life. Considerable attention
has been given to establishing the psychometric properties of this instru-
inent and it has been used to evaluate the match between an individual
and his environment (Schalock & Jensen, 1986). The directions state that
if a person is verbal, he/she should answer the questions honestly, and if
the person is nonverbal, two staff persons should independently evaluate
the individual and then average their scores. Thus an attempt is made to
modify procedures to obtamn information on nonverbal individuals. How-
ever, even though many of the questions can be answered by others for
persons with severe retardation, a significant portion of the instrument
emphasizes criteria that are most relevant for adults who are involved in
some kind of employment, who are likely to invite friends over, plan meals, ‘
shop, select their own doctor, and so forth. Hence, even when responses f
are obtained, there is likely to be little variability among the scores of |
persons of varying ages who are either severely or profoundly mentally |
retarded and are uninvolved in any of these activities. Conversely, the level |
or types of activity that may be more appropriate for this group are absent |
from the survey. Rather than reflecting poorly on the instrument, this
simply illustrates the necessity of operationalizing quality of life differently
for persons with more severe handicaps.

The Quality of Life Index (Bonanno, Gibbs, & Twardzicki, 1982) is a survey
that was designed to measure the ambience, friendship, and happiness of
people with mental retardatiun, with the overall purpose of improving
quality of life in day programs and residential centers. This instrument has
been demonstrated to be useful for persons with severe and profound
retardation (Rocheleau et al., 1988) and seems to be valid and reliable. It
can also be utilized with higher functioning groups, although some of the
important indicators for persons living more independently are not covered
by this survey. Moreover, it does not elicit information from individuals
who would be able to provide u.eful, meaningful responses about their
own circumstances.

Scores on the Quality of Life Index are based on information obtained
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from r _sidential service providers, day program leaders, observation of the
individual and his environments, and written documentation in client files
on service plans, progress notes, medical records, and social activities.
Thus, although the individual is not a direct respondent to any of the
questions on the survey, an effort is made to obtain information from a
variety of sources.

The authors of the two instruments just described have made an attempt
to quantify quality of life based on theoretical dimensions of life quality.
The differences in the measures illustrate the range of operational defini-
tions of quality of life that may be applied to persons at different levels of
functioning. The kind of data provided by measures like these can be very
useful, particularly in the evaluation of intraindividual changes over time.
However, as the Index manual emphasizes, a survey of this type is only
one kind of measurement and should always be used in conjunction with
other information about the individual.

CONCLUSIONS

It has been the intent of this chapter to highlight some of the quality of
life issues that may be unique to persons with severe and profound mental
retardation. In some areas, the issue is the impact that general policies for
persons with mental retardation are likely to have on this group of severely
handicapped individuals. People with severe and profound mental retar-
dation are unique in their limited expressive and receptive language abil-
ities. They are more likely to have secondary handicapping conditions and
health problems. Their levels of cognitive functioning may limit their op-
portunities to interact in the community and will certainly affect the degree
of independence with which they can perform different activities. While
this by no means suggests that their quality of life must be lower than
those with fewer handicaps, it should mean that our evaluation, whether
it be in the form of a score or a general impression, should take this into
account before broad generalizations about what is good for all persons
with mental retardation are made.

As we attempt to determine what will bring about the greatest improve-
ment in quality of life for people who are limited in their ability to make
choices regarding the direction of their own lives, we must continue to
improve our ability to perceive their needs and to evaluate their overall
happiness and life conditions. Certainly the evaluation and measurement
of life quality must follow a clear delineation of the important dimensions
of quality of life, keeping in mind that, regardless of intelligence level,
individuals will differ in their preferences and their own perceptions of
what constitutes a good quality of life. ‘
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PART IV
The Future of Quality of Life as a
Concept and a Principle

The future of the Quality of Life movement raises a number of issues
that are discussed in this final section. Rud Turnbull begins the section
with a scholarly chapter addressing the issue of quality of life and public
philosophy that should guide all citizens in their public and private con-
duct. Throughout the chapter, he sets out a political/philosophical concep-
tion of quality of life concluding with the notion that

For all of us, as well as for the public philosophers, there is an under-
lying measure of quality of life. It is the measure that ascribes quality
of life according to the extent to which people choose to be with each
other, the ways in which they give form to their choices to be with
each other, and the nature, extent, and duration of their relationships. P
Quality of life is indeed measured by relationships. (p. 207) ¢

A unique but very significant perspective on quality of life is presented
by Ruth Luckasson, who shares some of her concerns about the use of the
quality of life concept from the perspective of a lawyer and a mental re-
tardation professional. Despite the virtuousness and soothing seductive-
ness of the phrase quality of life, Dr. Luckasson asks us to consider carefully
the use of the phrase as a global evaluation of the lives of persons with
disabilities.

As mentioned frequently throughout this volume, the quality of life of
persons with disabilities is influenced greatly by the quality of services they
receive. It is to the issue of assessing and ensuring the quality of services
to people with disabilities that Valerie Bradley directs our attention in 1
Chapter 20. After critiquing current quality assurance systems, Ms. Bradley ‘
summarizes emerging quality assurance trends and outlines a number of
recommendations about the design of quality assurance systems that reflect
ihe quality of life experienced by service recipients.

This focus on quality services and their outcomes is continued in the
chapter by Jim Conroy and Celia Feinstein. In their chapter, the authors .
suggest that in the future, we should not rely solely on standards of li- :
censing—we must also concern ourselves with outcomes. The authors then
discuss the important point that quality of life is not only a process, but
also a desired and measurable outcome from habilitation services.

The final chapter by Bob Schalock suggests that an enhar.ced quality of
life for persons with disabilities cannot be separated from the three major
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trends currently impacting our service delivery system: the natural envi-
ronment, empowerment, and accountability. He goes on to discuss that if
these trends are going to significantly enhance a person’s quality of life,
we must collectively pursue principles that will foster policy development,
parameters that will guide research efforts, and procedures that will un-
derlie service delivery.




18 .
Quality of Life and Public Philosophy

H. Rutherford Turnbull Il and Gary L. Brunk
The University of Kansas

There are several ways of measuring or conceptualizing the quality of
life of people with disabilities and their families. We will identify and briefly
discuss seven of them, limiting the discussion to a simple statement of the
nature of the measure; an overview is presented because other chapters
in this book have reviewed each of them in detail. We then will offer a
different perspective on quality of life than will be found elsewhere in this
volume. We will argue that most current measures of quality of life, al-
though necessary, are not sufficient unless they are linked to measures of
quality of life for all of the nation’s citizenry. In a sense, we advocate for
the mainstreaming of measures of quality of life of people with disability
into at least one of the major measures of quality of life for people who do
not have disabilities. In making this argument, we wish to address the
matter of the public philosophy that does or shuuld guide all citizens,
disabled or not, in their public and private conduct. In setting out a political/
philosophical measure of quality of life, we hope to add a new dimension
to the measurement and discussion of quality of life.

A few introductory words are in order. First, we assume that readers
will already be familiar with much of the literature on quality of life (QOL)
and that, if they are not, this book itself will furnish such sufficient ref-
erenres that we may forego the abundance of citations that usually accom-
parses chapters in AAMR monographs and much of my other work.

Second, we owe Bob Williams a debt for pointing out a very important
caveat. He has written (1989, personal correspondence) that, to him, the
term quality of life has a “very hollow and antiseptic ring to it.” He finds
it ““at one and the same time not very descriptive and extremely limiting.
Perhaps, this is because Duff and Campbell (1973; 1976) have been so
successful in defining QOL as a fixed, predetermined ‘figure’ which is
inherently less than the true sum of all its parts.” Williams added that,
instead of referring to an individual’s “QOL Quotient,” it is more helpful
to discuss the opportunities that someone with or without severe disabil-
ities can have to “develop positive experiences, positive associations/re-
lationships, and thus, a positive present and future outlook on life.” These
observations are important, coming as they do not just from a person with

. [RIC 196

wll Toxt Provided by ERIC

193
Q
I

it e S

e o

L ewdir




Skt ietaaee

LT s or g

TRT A o L AT g WG T o)

o A

Tl gy AT

R

P TET

194 - The Fuiure
Table 18.1 Different Ways to Measure or Conceptualize the
Qu-lity of Life of People with Disabilities and Their Families

e hndeamcts ik Lty n 4

Qualty of Life As:

. Measured by saence

. Measured by rights

- Direct democracy and citizen participation

- Mutual accommodation

. Value-driven policy

. Determined by evaluation and accountab.lity

- Deaisions on public philosophy and public policy

NONWU s WN -

a severe disability, but from one whose Very presence in our community
is relevant to my argument in this chapter.

Finally, Bud Fredericks, the father of a young man with mental retar-
dation, has commented that we should emphasize that quality of life de-
pends in large part on the individual's ability to exercise “real choices within
the capabilities of the individual and not the capabilities of the system”
created to provide services (1989, perscnal correspondence). We certainly
agree, as evidenced by Turnbull’s concern with consent, choice, and de-
cisionmaking for people with mental retardation {Hazel, Deshler, & Turn-
bull, 1987; Turnbull, A. P., & Turnbull, 1985, i988; Turnbull, H. R., 1978,
1986; Turnbull, Knowlton, Backus, & Turnbull, 1988; Turnbull, H. R., &
Turnbull, 1985). Nonetheless, we have chosen not to focus exclusively on
choice as a component of quality of life, although we believe it is, but on
a more general discussion of the seven ways summarized in Table 18.1 of

measuring or conceptualizing the quality of life of people with disabilities
and their families.

QUALITY OFf LIFE AS MEASURED BY SCIENCE

Efforts to decide whether or not tc provide medical treatment to new-
borns with birth defects have resulted in a formulation of quality of life for
the newborn. This formulation asserts that quality of life is the function of
the child’s natural endowment multiplied by the sumn of the contributions
to the child that can be expected from the home or family and society. The
normal expression of this approach is QOL = NE x (H + S) (Duff &
Campbell, 1973, 1976). ‘

This approach is the paradigm of the scientification of social and moral
decisionmaking involving people with disabilities and their families. As in
other attempts to use science to explain and justify behaviors that are or
should be regarded as essentially moral and policy/political decisions
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(Gliedman & Roth, 1980; Morse, 1978; Szasz, 1963, 1973; Turnbull & Wheat,
1983), and as in AAMR'’s own scientification of moral and policy issues as
reflected in its standard texts on classification (Grossman, 1983), the sci-
entific paradigm assumes that it is correct as a matter of both professional
practice ar d the expression of moral philosophy to apply scientific models
to a treatment or intervention decision. In connection with the treatment
of newborns, this paradigm either intends or has been used to validate
treatment decisions and thus to legitimatize decisions about the value of
the child’s life and the impact of that life on the child, the family, and
society.

In many respects, the scientification of the medical treatment decision
is not unlike the scientification of other intervention decisions, such as
whether to use nonaversive or aversive behavioral interventions or to place
students with disabilities in mainstream or least restrictive/most normal
appropriate settings (Guess, Helmstetter, Turnbull, & Knowlton, 1986;
Turnb all, 1986). In almost every debate about the proper way to intervene
in the lives of people with mental retardation, the desired policy outcome—
that is to say, the desired moral outcome—is defended on the ground of
science.

There has been sufficient reaction against the scientification of quality
of life indicators, including sy AAMR's governing board’s resolutions about
rights to medical treatmen! and aversives, to somewhat discredit the scien-
tification-alone approach. Thus, many people, ourselves included, who
work in the field of ment.l retardation, including the unacknow ledged
workers and consumers who are typically called “’family,” argue that the
prediction that is required by a QOL formula is difficult if not impossible
to make. We also assert that in any event the moral decision, which is
essentially whether the child’s life has inherent value, should not be reg-
ulated to a mathematical approach. Likewise, many (ourselves included)
also acknowledge that there is almost always an ethical or moral dimersion
to any decision that is grounded in science or in other interventions (Turn-
bull, 1988a).

Although we who see the (at ieast) bifurcated nature of intervention or
other decisions do not eschew the value of science as a normally wholesome
and almost always necessary component of quality of life, we are firm in
rejecting the mathematical scientification of quality of life as the only mea-
sure. We take the position, as we hope most sophisticated students of
mental retardation do, that there is a very real need for science. After all,
science has several values. At the very least, it helps identify and thus
predict the nature and extent of the person’s disability and, inferentially.
a possible impact of that disability on the person, family, professionals,
and society. That is an important role.

But science alone, no matter how reliable its predictive powers about
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the nature and extent of disability and its inferential predictive powers
about impact, cannot be relied on as a dominant fReasure of quality of life.
Science is but one measure, and it must be taken into account, but only
in onnection with other measures.

QUALITY OF LIFE AS MEASURED BY RIGHTS

Some (including ourselves) measure and seek to improve quality of life
by asserting that people with disabilities and their families have inherent
minimum rights. In turn, we tend to measure the achievement of quality
of life by the degree to which rights are either enacted or enforced.

In the case of the newborn with disabilities, for example, we assert the
“sanctity of life” as a defense against the scientification, mathematical
quality-of-life measure, Likewise, as an extension of the sanctity argument,
we assert that there are certain enforceable claims to minimum rights (Rawls,
1971}, that these claims are enforceable as a matter of constitutional law
(Michelman, 1969), and that the inherent rights of the person with a dis-
ability create a duty on society to provide the means to obtain and enjoy
those rights.

Thus, assertious that quality of life will be improved by the rights (e.g.,
to early education and intervention, subsequent approp.iate education,
treatment and habilitation, least drastic/restrictive environments and in.
terventions, home-based or community-based services, supported work,
and a minimum level of publicly provided financial support} are reflected
in and have resulted in the creation of a plethora of laws creating entitle-
ments to publicly funded services for people with disabilities and their
families. These entitlements fundamentally reflect the belief that quality of
life for the person and the person’s family is ensured and can be improved
when there are enforceable and funded rights to certain types of services.
Moreover, these entitlements also mirror the fact that policymakers and
advocates agree that there has been and probably always will be a failure
of society, as it is presently constructed and operating, to respond to the
quality of life claims of people with disabilities and their families unless
there are certain rights. This predictable failure, which history abundantly
documents, “astifies the creation and enforcemen of rights, which in turn
become benchmarks of quality of life.

In short, the legal rights approach measures quality of life according to
the absence or presence of enforceable and funded entitlements. It appeals
basically to activist governmental intervention, not to “disinterested”’ math-
ematical scientification of measures of quality of life.
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QUALITY OF LIFE AS DIRECT DEMOCRACY AND
CITIZEN PARTICIPATION

There is a great deal of discussion these days about “empowering”
people with disabilities and their families. Such discussion seems to take
the position that power, exercised with permission from society and pol-
icymakers by professionals or parents, has resulted in a diminished quality
of life for people with disabilities and more often than not their families.
It should come as no surprise, therefore, that the right to certain evaluations
and procedural safeguards in education—voluntary admission to public or
private residential facilities or other programs, involuntary commitment,
treatment within settings and programs, proceedings to adjudicate a person
to be incompetent, and medical treatment decisionmaking—is an often
asserted right and a frequently provided one (Turnbull, 1990).

This right, it seems to us, underlies and reflects a belief that quality of
life is enhanced when decisionmaking powers are shared—that is, when
consumers (whether the people themselves, as in the self-advocacy con-
ceptualization, or their families, as in the right-to-education formulation)
and professionals participate jointly in evaluation, program development,
implementation, and evaluation. As many of us recognize, however, shared
decisionmaking is just one aspect of quality of life; what really counts is
not the process of decisiorimaking, hos.ever important that component is,
but equal access to the same opportunities, including opportunities for the
exercise of choice as enjoyed by people whc do not have disabilities. As
Fredericks (1989, personal csrrespondence) noted, “without access, op-
portunities and choices are not the same.” Under the direct democracy
approach, the measure of quality of life is citizen participation, also called
self-determination, shared decisionmaking, and rebalancing power relationships.
This approach to quality of life is related to the concept of personal autonomy,
a value considered not only in public policy but also in psychology.

Quality of life, then, is a matter of fate control. Our political traditions
of local government, the demands of the 1960s for local control/community
control 0 public education and for maximum citizen participation in policy
decisions, the Vietnam war demonstrations, Ralph Naderism/consumer
protection, and even the biennial elections are the expressions of the view
that the quality of life depends on and therefore should be measured by
the degree to which an individual participates in decisions that directly or
even indirectly affect that person’s life.

In one respect, this measure of quality of life is paradosical. One would
think that the recapturing of autonomy in public and private lives would
reject a role for government, because the deprivation of consumer partic-
ipation has been attributed to huge and impersortal government. Yet, those
of us who measure quality of life as autonomy and seek to give itexpression
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under the rubric of consumer participation in decisionmaking processes
seek to ensure it by creating a right to the vpportunity for participation in
education and other program decisions, interventions, and evaluations.
Thus, those of us who seek to enhance the quality of life by increasing
opportunities for participatory decisionmaking do so by turning to gov-
ernment, rot by eschewing it. In so doing, we fundamentally affirm that
quality of life is measured by the degree to which consumer participation
is available, and we equally assert that there is or ought to be a right,
guaranteed by public law and enforceable against the state’s educators and
other agents, to a certain quality of life, namely, that quality of life that
can or will result when people who are directly affected by a decision have
a right and exercise that right to participate in the decision affecting them.
Shared decisionmaking is a deeply cherished value in America, and, it
seems, one whose presence or absence is itself a measure of the quality of
life.
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QUALITY OF LIFE AS MUTUAL ACCOMMODATION

Another measure of the quality of life looks to the relationships between
people with disabilities or their families and the society in which they live.
It recognizes that all people and their families are members of communities
and that their quality of life is a function of the ability not only to be present
in their communities but also to participate in those communities. There
is a difference between being “in” and being “of” a community (Turnbull
& Turnbull, 1988). To accomplish not just desegregation and integration
“in” but also participation "of,” it is necessary for the person with a dis-
ability, that person’s family, and society all to make mutual adjustments.

Thus, professionals and families make extensive efforts to enhance the
capacities of people with disabilities. These attempts to secure a greater
degree of human development are directed in large part toward the ac-
commodation of the person and family to the existing society and its com-
munities. In seeking to augment the inherent capacities of a person with
a disability or the person’s family through education, vocational rehabili-
tation, and other interventions, professionals and families address the per-
son’s capacities to function in society; the provision of free appropriate
education, vocational rehabilitation services, and rights to other interven-
tions or programs seek to change the person by ameliorating the effects of
the person’s disabilities on the perso.. These attempts are but one com-
ponent of mutual accommodation. They focus on the individual or family.

There is, of course, another component. It is not directed, however, at
improving the capacities of ihe person or the family. Instead, it is directed
at creating rights against discrimination and toward accommodations by
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society to the person. These rights are claims that the person has against
society. Stated in the alternative, they are duties that society has to the
person. And, of course, they are devices that the person and others sim-
ilarly situated may use to change the nature of society and the community.
The duties of nondiscrimination impose on society and the community the
obligation to change themselves. When the society and communities change,
the opportunities for and likelihood of accommodation increase.

By two routes, then, the quality of life of the person and the family are
augmented: first, by accommodating the person to society and the com-
munity, and second, by accommodating society and the community to the
person. This approach to quality of life relies on science (the sciences of
special education, vocational rehabilitation, rehabilitation engineering, etc.)
and the creation of mutual rights and duties. It also acknowledges that
participation in decisionmaking is a way of achieving mutual accommo-
dations. Because it is related to these other measuces of quality of life, it
makes clear a significant peint about quality of life—namely, that no single
measure suffices.

ey b L s
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QUALITY OF LIFE AS VALUE-DRIVEN POLICY

Still another measure of quality of life exists and it, too, is related to the
other measures. Quality of life is determined by the congruences of public
values and behavior. We therefore assert that measures of quality of lite
should be explicitly tied to values.

For example, today it is common to hear heated debates about deinsti-
tutionalization, anti-institutionalization, defacilitation (movement away from
workshops and large congregate living in the community), community-
based education, community-referenced curricula, home- and community-
based living, permanency planning and adoption, family support, sup-
ported employment, and nonaversive interventions. Although almost al-
ways couched in the language of appropriate interventions, appropriate settings,
or rights, these concepts are fundamentally value based, where the values
are equal treatment and equal opportunity. The common theme is that
people with disabilities should not be treated differently than people who
do not have disabilities; or, if they are treated differently, such treatment
t accomplishes the purpose of equal opportunities.

Thus, one can measure quality of life according to the degree that equal
opportunities or equal treatment (that is, equal moral and ethical standing
by people with disabilities) are reflected in and advanced or hindered by
policies, professional practice, and family behaviors.
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QUALITY OF LIFE AS DETERMINED BY EVALUATION
AND ACCOUNTABILITY

It is by now settled that almost all interventions with people with dis-
abilities and their families should be evaluated. Typically, evaluation con-
sists of input or outcome measuras or both; and, typically, evaluation is
either quantitative or qualitative in nature. More often than not, the ar-
gument for evaluation is predicated on the desire for accountability: the
public’s funds should not be spent without an assurance that the expen-
ditures result in the outcomes desired by the policies underlying the funded
programs.

Yet there seems to be more to the argument than meets the eye. Surely,
there is a legitimate need to ensure that the funded services result in the
desired outcomes. Accountability to the taxpayer (wl.o is, after all, the
overlooked consumer) demands no Jess. Moreover, the person who directly
receives the services (nowadays called the direct consumer or end user), whether
that person be the one who has a disability or that person’s family member,
and the professionals who provide the services (another overlooked con-
sumer) are, themselves, said to be entitled to assurances that the means
(the services) were consistent with the ends (the policies). The implicit
understanding, and sometimes the explicit premise, in all evaluation is that
the quality of any intervention, and thus the quality of life of the person(s)
at whom the intervention is targeted, can and should be measured.

Those of us who demand evaluation as a way of ensuring accountability
in the provision of services are making arguments related to quality of life.
Quality of life, then, is determined by evaluation. Accreditation standards
and procedures, for example, are attempts to ensure a certain quality of
life; so, too, are standards and procedures for the provision of an appro-
priate education or vocational rehabilitation program. Measures of con-
sumer satisfaction, or valve-driven evaluation procedures such as
Wolfensberger’s PASS, likewise assert that the quality of life is a correlate
of and can be determined by evaluation procedures. Quality of life is a
matter that can be ensured when procedures and standards of evaluation
reveal that services and interventions suit their purposes; likewise, quality
of life consists of the setting of procedures and standards for services, and,
after or as services are rendered, their evaluation.
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QUALITY OF LIFE AS DECISIONS ON PUBLIC
PHILOSOPHY AND PUBLIC POLICY

|

Concerns about quality of life for people with disabilities and their fam-
ilies do not exist in a self-contained capsule, unassociated with general
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concerns about the quality of life of the citizenry as a whole. There are |

inevitable and wholesome connections between the debates about quality
of life of people who have no disabilities and debates about the quality of
life of those who have disabilities. These connections are not always ap-
parent, but they nonetheless exist. Every one of us faces quality of life
issues.

Currently in the disability field one hears a great deal of talk about
informal supports or informal support systems. Researchers and service
providers have begun to focus on the ways in which people with disabilities
and their families create and use friendships as means for obtaining services
or other necessary or desirable components of life. Wolfensberger’s (Wol-
fensberger & Zauha, 1973) call for citizen acdvocacy, Edgerton’s research
(Edgerton, 1967; Edgerton & Bercovici, 1976; Edgerton, Bollinger, & Herr,
1984) on benefactors of people in communities, Turnbull and Turnbull’s
(1985) anthology of parents who speak out about life with a person with
a disability, Katfman'’s (1988) accounts of her daughter’s transition from
school to adulthood, Schwartz’s creative leadership of the Pennsylvania
Developmental Disabilities Planning Cour.cil and its use of discretionary
funds, O’Br, n’sleadership in the renewal of the goals of community-based
providers, the creation and sustaining of intentional communities such as
L'Arche and Camphill, and the general call for the creation of systems of
informal support—all of these point to the use of informal supports as
essential to the quality of life of people with disabilities and their families.

Similarly, state legislatures have begun to (reate family support pro-
grams; currently, 28 states have such programs. But, as Braddock (1989,
personal communication) has observed, only three or four (notably, Mich-
igan) provide unrestricted direct cash assistance to families under the rubric
of family support. Braddock added, and we concur, “"We need to build
greater public support for unrestricted cash assistance payments to families
(i.e., to nurture informal supports as well), but few states have been willing
to conceive and implement such programs.” Perhaps the following obser-
vations will provide some theoretical justifications for more tolerant use of
the public fiscal via unrestricted grants so that people with disabilities and
their families will have the wherewithal to pay for the informal support—
to afford “‘community”’—that their quality of life so needs and deserves.

At the same time that the field of developmental disabilities began to
recognize that informal and formal supports are essential for quality of life,
critics (Bellah, 1982; berger & Neuhaus, 1976; McIntyre, 1984; Rawls, 1971;
Sullivan, 1¢32) of public policies related to nondisability issues were ac-
knowledging that there are fundamental problems in the nature of public
philosophy ard the relationships of government to individuals. These prob-
lems bear heavily on the quality of life of the citizenry at large. They
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therefore affect people with disabilities and their families. For that reason
alone, they warrant examination.

But because they also relate, albeit somewhat opaquely, to the issue of
informal support, they are more than tangential to the issue of quality of
life. Just as the field of developmental disabilities is examining the nature
of informal support as an ingredient of quality of life, so too are various
experts in public philosophy asking all of us to examine the ideas that drive
public policy and its impact on ou1 private lives.

Indeed, our major message in this chapter is this: the “right”” and “left”
or “conservative” and “liberal” critiques of America in the late 20th century
are more than criticisms of the way in which we all live; they are, in
unhappily large part, comments on the deterioration of the quality of life
that all of us (disabled and not) experience or will experience. The political
philosopher Sullivan (1982) is explicit about that fact:

- - . A public philosophy develops out of the insight that the quality of
personal life is grecunded in social relationships, an insight that is em-
bodied in the political art of integrating the various kinds of self-concern
into an awareness of mutual interdependency (p. 208).

It was Hobbes who, many years earlier, observed that we are social
beings not by choice but by necessity. That is, in order for each person to
prosper emotionally, physically, spiritually, and materially, each needs the
other—we need to be in relationship to each other. Among other things,
this means that in order to have liberty in our individual lives we must
restrain some of our own liberties and those of others. The human condition
of liberty requires the human ability to be less than full free. Accordingly,
the public philosophers’ critiques are fundamentally relevant to the lives
of people with disabilities, their families, professionals, service providers,
and policymakers; and they provide one of the most useful comments on
the issue of quality of life of people with disabilities and their families.
Indeed, we are willing to go so far as to say that we probably can learn as
much about issues of quality of life of people with disabilities and their
families by attending to the new criticisms of America as a whole as we
can by continuing to focus only on disability-specific QOL concerns.

There are two major public philosophies in America. One is philosophic
liberalism; the other is civic republicanism. They are not mutually exclusive,
although they are in their cores contradictory. Indeed, Americans have
practiced them simultaneously, although we have shifted our loyalties
between them from time to time and have witnessed heated debate over
their merits and the application of their principles to our private and public
lives. These ideas rely on different perceptions of the nature of the indi-
vidual and the role of others and the body politicin regard to the individual.
We will briefly describe each of these two philosophies and attempt to
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show their relationships to the quality of life issue, especially in its concern
with informal supports.

Philosophic Liberalism

The tenets of philosophic liberalism are expressed commonly in such
familiar terms as rugged individualism, laissez-faire capitalism, central-
ized economic planning, self-determination, or individual autonomy. Its
central focus is the liberty of the individual to pursue economic advan-
tage; it is characterized by self-interest and private advantage, often at
the expense of the public welfare.

Although philosophic liberalism did not forswear a role for the centrai
government, that role was to be distinctly limited. The role was to create
economic conditions and a governmental role in which the pursuit of
private advantage was encouraged and therefore protected. In part, this
was to be accomplished by centralized administration of certain com-
ponents of the national economy. The purpose of centralization was to
ensure the soundness of the currency, the protection of the sources and
means of capital production, and the regulation, albeit mostly by rela-
tively light-handed means, of the conflicts between economic forces.

In his treatise Reconstructing Public Philosophy, Sullivan (1982) made
the following observation:

Philosophic liberalism, the set of beliefs common to the Liberal and
Conservative tendencies of post-New Deal American politics, is deeply
anti-public in its fundamental premises. Conceiving of human beings
as exclusively and urchangeably self-regarding, liberal philosophy
has viewed human association as a kind of necessary evil and politics
in an area in which the clashes of individual and group politics can
be more or less civilly accommodated. As a philosophy of government
and social life, liberalism exalts both the supremacy of private self-
interest and the development of institutional means for pursuing
those interests. In its extreme forms, this philosophy denies meaning
and value to even the notion of common purpose, or politics in its
classic sense (p. xii).

Sullivan also noted:

... The liberal conception drew a firm distinction between public
and private realms, thereby gaining autonomy for religion and in-
tellectual as well as economic pursuits. But this reduced the public
realm to formal institutions in which the conflicts among the ‘inter-
ests’ of civil society were umpired and negotiated, draining public
life of intrinsic morality and significance. The philosophical basis of
these developments was the liberal conception of life as essentially
a business of individual self-interest, a noticn highly compatible with
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a fundamentally economic and strategic view of human action (1982,
p. 13).

Although it may not be readily apparent, there is a direct connection
between classic, individualistic philosophic liberalism and the devel-
opmental disability field’s concern with quality of life. The connection
is this: the tenets of philosophic liberalism undergird the disability field’s
emphasis on the ideologies of independence, consent, choice, empow-
erment, client participation, equal opportunities, integration, normali-
zation, and social role valorization.

After all, the overarching purpose of these ideologies has been basi-
cally to chip away at the restrictions that public and private values, social
and legal norms and forms, ond laws and funding streams have placed
on people with disabilities, and to create new rights of participation in
education, employment, residential, and other typical (i.e., community)
activities.

In chipping away at restrictions and creating rights, these ideologies
and the public policies they have generated have asserted that people
with disabilities, e those who do not have disabilities, have inherent
rights to equal treatment and equal opportunity. The right to equal treat-
ment and equal opportunity is more than a constitutional matter, al-
though it surely is that; it is also a matter of creating programs that result
in a2 more independent person. Ir this sense, the development of an
independent person is an assertio that independence is a valued goal
in and of itself, particularly in the context of individualistic liberalism.

The historical context for the rights revolution is especially apposite.
Itis, of course, conventional wisdom that the history of racial segregation
and the legal and policy precedents that attempts at integration spawned
were harbingers of the rights revolution. But there was more to that
revolution. The lessons of Social Darwinism were well learned by ad-
vocates for people with disabilities. These lessons were that less able
does equate with less worthy and that less worthy means segregation
from the norm, vastly inferior treatment, and, 1n turn, vastly inferior
opportunities to survive in the mainstream of soc‘ety dominated by in-
dividualistic liberalism.

If philosophic liberalism, with its distinctively individualistic cast,
meant anything, it was that people must compete for their place in the
world. If the place in the world that Social Darwinism assigned to people
with disabilities was unacceptable, then they had valid claims to op-
portunity for education, habilitation, and rehabilitation in order to equip
them to compete. In short, the belief that people with disabilities should
have a place in the mainstream, in a society that is dominated by indi-
vidualistic, economically oriented philosophic liberalism, became the
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public philosophy rationale for the plethora of rights that federal and
state laws now create.

Civic Republicanism

The second dominant theme of public philosophy in America has been
civic republicanism (Bellah, 1982, cited in Sullivan, 1982). Shorthand phrases
that describe civic republicanism are cooperation and volunteerism. According
to Sullivan (1982),

... Civic republicanism denies the liberal notion that individuality
exists outside of or prior to social relationships. Instead, the republican
tradition has taught that there is an ineluctably participatory aspect to
political understanding that develops only through the moral matur-
ation of mutual responsibility. Civic republicanism does not share the
liberal idea that individuals are atoms of will essentially uninfluenced
by their web of interrelationships, or the concomitant notion that all
values are finally manifestations of the power to control. On the con-
trary, freedom is ultimately the ability to realize a responsible selfhood,
which is necessarily a cooperative project. For republicanism, there are
qualities of sociat relations, such as mutual concern and respect, that
transcend utility and that can be learned only in practice. Qne reason
epublicanism has proved tenacious in a liberal America is this very
embodied quality of its knowledge, although it requires explication to
realize its own development.

[Additionally]. . . the most valuable message of the republican tradition
follows directly from this understanding. It is that the protection of
human dignity depends upon the moral quality of social relationships,
and that this is finally a publicand political concern. Civic life is essential
for individual security and integrity, but the ascendancy of liberalism
has made it difficult to conceive those critical practices of mutual concern
upon which liberal mora! autonomy depends. The civic republican un-
derstanding of citizenship as shared initiative and responsibility among
persons committed to mutual care provides the basis for a more mature
public philosophy. But today that insight needs to be brought into
explicit connection with large-scale governmental and economic insti-
tutions seeking to develop an effective citizenship in the areas of life
controlled by those organizations (p. <1).

A.gain, the public philosopher's concern with the absence of civic re-
publicanism and the means for revitalizing it are directly related to the
developmental disabilities field, which is concerned with informal support,
friendships, intentional communities, and rights to association between
people with and without disabilities.

The common criticism of philosophic liberalisin, from deTocqueville for-
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ward, said Sullivan (1982), is that its emphasis on utilitarian individualism
is ultimately corrunting of individual and community life. Neither will be
optimal as long as pure independence in action and motive is the driving
force of our individual and collective behavior. What is needed, wrote
Sullivan, is a reconceptualization of public philosophy and a reformation
of private and public behavior and policies that is nothing more than the
notion of civic association. And that is a tradition that is peculiarly, if not
uniquely, American. DeTocqueville, wrote Sullivan (1982), saw that the
"heart of American democracy was active civic association”’ (p. 216). The
citizen can be an active member of any number of associaiions—whether
churches or synagogues, professional (e.g., AAMR), or community be-
nevolent (e.g., Rotary) groups—and thereby has the means to be free.

More than that, these intermediate structures can enable individuals to
become citizens and to thereby acquire a sense of personal connection and
significance unavailable to the depoliticized, purely private person. The
role of classic politics and policy is to provic'e

-« + @ public framework of law and search for equity [whereby] moral
relationships of trust and mutual aid are built up which come to trans-
form the individual into a citizen. Politics in the genuinely associational
sease is, then, more than pursuit of self-interest, since it involves shar-
ing responsibility for acts that create a quality of life different from the
mere sum of individual satisfactions (Sullivan, 1982, p. 218).

Sullivan’s observations are directly relevant to quality of life for people
with disabilities and reflect the disability field’s concern for informal sup-
ports and friendships, for not just presence but participatica in commu-
nities, for going beyond antidiscrimination and even beyond equal
opportunities to full citizenship. Thus,

- - . our present danger does not come from government as such, or
from the entrepreneurial spirit either, for that matter. The danger to
our democratic institutions comes, rather, from the declining effective-
ness of just those intervening structures, the civic associations for all
sorts that service to mediate between individual and state (Sullivan,
1982, p. 222).

CONCLUSIONS

Now, allow us to conclude by making our argument in the most forceful
way possible. Thereis ane language and, with it, renewed values. These
are values that many of us in the disability field share with the political
philosophers. Many of us advocate for civic associations and intentional
communities such as Camphill and for value-bz-ed mini-communities such
as L'Arche. In short, we advocate for different manifestations of civic as-
sociation.
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To advance our interests in civic association, we also advocate for the
development of informal supports and the financial means to sustain them.
But we fear that typically overbearing governmental regulation will stifle
these forms of civic association. And, in our worst-case scenarios, we fear
that government regulation will even create the conditions that will cause
publicly supported informal supports to become institutionalized, to be-
come “just another program.” We fear that result because we see that cur
efforts to create community-based programs somecimes have gone awry.
too many of those programs that we wamed not to be mini-institutions
have become just that. The individual is increasingly isclated from the
nondisabled world and increasingly turned into an autonom, a person for
whom there are individualized plans of all kinds but very little personaiized
consideration or communal association.

We have been arguing that there is a natural connection between the
concerns for the quality of life of all Americans and the quality of life of
Americans with disabilities. This connection is revealed in the new lan-
guage that we, like the public philosophers, use. They share our vocab-
ulary, language that is laden with such terms as quality of life, cooperation,
fellowship, community as relationship, building community, fraternity (as distin-
guished from liberty and equality), and intentional associations. There is an
underlying common measure of life for the public philosophers and for
those of us in the disabilities field.

It is not unique to observe that the genius of American life is the si-
multaneous development of liberty (philosophic liberalism), equality, and
fraternity. What is different—and this, of course, is the thrust of the ar-
gument—is how people in the developmental disabilities field respond to
that native genius (Turnbull, 1988b).

Some respond by emphasizing fraternity (that is, civic republicanism).
Some see the underlying measure of quality of life to be relational—grounded
in civic association and thus quintessentially American and, within Amer-
ican life, universal. Who are those people, and how do they behave? Some
seek to develop associations or informal supports by such innovative means
as are used by the Pennsylvania Developmental Disabilities Planning Coun-
cil. Others emphasize the development and nurturance of such European
originated means as Camphill and L’Arche communities. Still others ap-
proach the issue of civic association by such means as peer relationships
in schools and m.ntor systems at worksites or in communities.

For all of us, as well as for the public philosophers, thereis an underlying
measure of quality of life. It is the measure that ascribes quality of life
according to the extent to which people choose to be with each other, the
ways in which they give form to their choices to be with each other, and
the nature, extent, and duration of thei: relationships. Quality of life is
indeed measured by relationships. The development of the means tocreate,
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sustain, and enhance those relationships under a constitutional form of
government that is intrinsically capitalistic and democratic is, as it always
has been, the central issue of lives affected by disability. It is, of course, a
matter of public philosophy and of existentialism.
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A Lawyer’s Perspective on Quality of Life
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Ruth Luckasson
The University of New Mexico

My perspective on the phrase quality of life reflects my own efforts as a
lawyer and a mental retardation professional. Experiences in this dual
working life lead me to conclude reluctantly that the dangers of the phrase
potentially outweigh whatever usefulness it may have. I urge the disability
community to reject the use of the phrase quality of life as a global evaluation
of the life of the person with mental retardation.

Many of the chapters in this volume challenge common assumptions
about the quality of life (or lack of it) in people with mental retardation. I
find myself agreeing with my colleagues as they attempt to formulate
sensitive definitions that begin from the actual perceptions of people with
disabilities themselves, and as they attempt to incorporate important di-
mensions of the lives of people with disabilities into their analyses. But
even as I find great merit in their efforts, my fears about the unintended
consequences of legitimizing the phrase quality of life are unassuaged. The
chapters by consumers of mental retardation services and their family mem-
bers provide an essential perspective to the efforts to develop the idea of
“quality of life” in @ manner that enhances its ability to contain human
dignity and worth. But in my opinion, no amount of refinement by the
disability community can salvage the phrase.

The best efforts to define "“quality of life” in a way that is compatible
with the principles of normzlization, integration, and the worth of all hu-
man beings cannot change the risk that continued use of the phrase re-
mains, at its core, too dangerous and places the lives and futures of people
with disabilities in peril. The disability community’s best efforts to define
itin the way that we think best will fall to the idiosyncratic definitions of
individuals outside the disability community. The risk is that the phrase
will, in individual cases, be used as a shorthand calculation of the overall
condition and worth of a person with mental retardation.

My greatest concern is that a legitimization of the phrase quality of life
within the disability profession will lead to a certain tolerance, or even
preference, for the phrase and result in its increased use as a shorthand
justification for denial of rights to people with disabilities. The worry is
that we will be lulled by the phrase’s familiarity and soothing tone of
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212 The Future

rightminded concern to the point that we fail to resist its use in pernicious
ways. The stereotypes and prejudices that for years formed the justification
for discriminatory actions against people with disabilities, and that have
only slowly, after tremendous effort, begun to fall away, will reappear
under a superficially more sympathetic guise. Negative, damaging judg-
ments about people with disabilities that are no longer tolerated by en-
lightened citizens will reappear, sanitized under the rubric quality of life.

Only a few years ago it was common to hear statements suck as “The
mentally retarded don’t feel pain,” “The mentally retarded can’t work,"”
“A mentally retarded person is a vegetable,” or even /A Down'’s is not a
person.” All of these statements reflected judgments about the quality of
life of a person with mental retardation. The candor of the words, however,
exposed the true character of the sentiment. Today, there remain very few
environments in which statements such as the examples above would go
unchallenged. It has been a hard fought battle. The disability community
has expended considerable human and political resources tr eliminate
statements such as these from public and private discourse about disability.

One of the premises for the efforts eliminating such language has been
that eliminating prejudice and stereotyping from language will go hand-
in-hara with eliminating it from attitudes. In large part, this seems to have
proved correct. Public attitudes toward pecple with disabilities do seem
improved. This is demonstrated in polling data, the landmark legislation
passed by Congress and the states in the last 20 years, and everyday
experiences in the lives of people with disabilities.

Attitudes may be improved, but they have no guarantee of permanence.
Much work remains to be done. Fears, prejudice, stereotyping, and dis-
crimination continue to lurk beneath the surface. Will the phrase quality of
life provide the vehicle for reemergence and tolerance of unfounded prej-
udice? The very words in the phrase are soothingly seductive. Quality is
such a virtuous-sounding word. Who would object that, especially in the
1990s, everything (and everyone) ought to be quality? And life sounds
similarly high minded. The phrase has an almost religious tone to it.

But I suggest that the phrase will prove irresistible as a vehicle for fears
and prejudice about people with disabilities. Ignorance and discriminatory
treatment that would not be tolerated in their plain language will routinely
be accepted if the speaker is able to couch the comments with sincerity
and sympathy and more socially acceptable references to quality of life.
For example, a hospital *hat announced a policy that it would not provide
organ transplants for individuals with disabilities because “mentally re-
tarded people lack the capacity to appreciate life” or “deaf people would
be better off dead” would surely be punished in a variety of ways. On the
other hand, if the same hospital announced that it would make transplant
decisions on the basis of quality of life (thereby disguising their prejudices),
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they would likely make identical decisions but immunize those decisions
from criticism.

Courts frequently reflect the prejudices of the broader society. Judges
are not immune from harmful stereotypes about people with disabilities.
Judges may be able to weigh and analyze fairly cases in which the evidence
is expressed in understandable language about abilities, disabilities, health
status, research, and other factors about an individual. But if professional
testimony is couched in terms of quality of life, some judges may be tempted
to accept the conclusion as somehow scientific and thus beyond the scope
of normal judicial inquiry. The judicial system will be tempted to remove
itself from suct “messy’’ cases, to defer to the judgment of quality of life
“experts” and effectively remove judicial protections from what are actually
legal issues of discrimination bised on handicap. The so-called evidence
in the case was, in fact, merely conclusions likely to be based on the
witness’s own biases, fears, prejudices, and stereotypes about the lives of
people with disabilities. By acquiescing in the legitimization of the phrase
quality of life, the disability community is allowing witnesses to use the
shorthand phrase and giving judges the invitation to deny basic human
rights to people with disabilities on the basis of pseudoscientific predictions
or estimations of an individual’s quality of life.

Some hints of the uses to which judgments of quality of life might be
put in the future can be found around us. For example, at least one state
has already prepared a written list of medical procedures, ranked according
to how likely they are to improve quality of life for the most people, by
which it intends to ration health care for those whose care is paid for by
the state. At a midwestern college, a group of seminar students and their
professor recently drafted model euthanasia legislation that would allow
the quality of life determination of intolerable dependence in normal living
activities as a justification for euthanasia. In a recent case, an insurance
company denied funds for a child’s organ transplant, arguing that the
quality of life of a child with brain damage would not be worth the trans-
plant. Similar justifications have been used to attempt to deny special
education, related education services, habilitation, and social services to
children and adults with disabilities.

If global judgments about an individual’s quality of life become the
calculus when health care is rationed, services allocated, financial support
distributed, or decisions of life and death made, stereotypes and prejudices
about individuals with mental retardation will discriminate against them.
Another example illustrates the risk. The Baby Doe case was heard by the
U.S. Supreme Court in 1985 (Bowen v. American Hospital Association, 479
U.S. 610, 1986). The question was whether the discriminatory denial of
lifesaving medical care to infants with handicaps solely on the basis of their
handicaps was prohibited under Section 504 of the Rehabilitation Act of
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1973. While the Court ultimate'y ruled that the Baby Doe regulations were
beyond the scope of Sectior: 504, the Court made no ruling on the Con-
stitutional rights of the infants. The American Association on Mental Re-
tardation, along with The Association for Persons with Severe Handicaps,
the American Association of University Affiliated Programs for the De-
velopmentally Disabled, and the National Rehabilitation Association, filed
one of the amicus curiae (friend of the Court) briefs in the case. DeMate
about the denial of necessary medical care to infants with handicaps almost
invariably turns to discussion of the prosnect for the baby’s quality of life.

In summary, I have serious reservations about using the phrase quality
of life as a global evaluation of the lives of people with mental retardation.
My experiences as a lawyer and mental retardation professional lead me
reluctantly to conclude that ti«> dangers of the phrase quality of life outweigh
whatever usefulness it may have.
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Quality Assurance:
Challenges in a Decentralized System

Valerie J. Bradley
Human Services Research Institute

As mentioned frequently throughout this book, the quality of life of
persons with disabilities is influenced greatly by the quality of services they
receive. Assessing and ensuring the quality of services to people with
mental retardation is a fairly recent phenomenon. According to Scheer-
enberger (1983), the American Association on Mental Deficiency (AAMD)
took the first recorded steps when it decided to address the izsue of staffing
. for institutional programs in 1942. By 1953, Scheerenberger adds, the con-
' cern for standards led the AAMD to develop “Standards for Public Training
Schools” that included programmatic and administrative prescriptions as
well as numerical staffing requirements. These initial forays seem rudi-
mentary compared with the complexity of issues faced by today’s program
overseers and policymakers.

This increasing complexity is a product of the decentralized character of
services to people with mental retardation, changes in program philosophy,
and the presence of a multilayered bureaucratic superstructure that has
grown up around mental retardation service systems. Quality assurance
now takes place at multiple levels of government and is conducted by a
range of agencies with various public health, safety, and programmatic
mandates. The field is about to become even more complicated as system
change continues and as programmatic expectations and assumptions be-
come more conceptual and less schematic. This chapter will address the
challenges faced by those vested with quality assurance responsibilities
and will cover the following issues:

byt Tt B b R,

W3

y I \“,"ﬂ
PN T RN

- AP
s i3 L 4 AR

o

3
Vil - e

o] b B

& Critique of current quality assurance activities

® Quality assurance principles and purposes

® Emerging trends in the conduct of services to persons with menta.
retardation

® Ideological and programmatic changes that pose new questions for
designers of quality assurance systems

® Realities of the current system that should be taken into account in

quality assurance approaches
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216 The Future

® Recommendati« ns regarding the future design of quality assurance
standards and procedures

CRITIQUE OF CURRENT QUALITY ASSURANCE
SYSTEMS

Current quality assurance systems have not kept up with the pace of
service development and reflect, in many states, an incoherent pattern of
mZiuiering and protective mechanisms that were originally designed for
a more homogeneous and less numerous system of providers. The follow-
ing critique summarizes some of the limitations of contemporary quality
assurance techniques.

Minimum Standards

The standards used to judge services for persons with mental retardation
tend to perpetuate mediocrity because they represent minimal compliance
thresholds. Clearly, there are basic requirements that all services should
meet and that are unlikely to change over time, including minimum health
and safety standards. Standards, however, should not mark only minimal
achievement, but instead should contribute to the dynamic character of a
system by constantly exhorting providers to higher levels of attainment.
Outstanding providers are neither challenged by existing compliance levels
nor can they expect any rewards for their exemplary performance.

Burden of Documentation

As services have proliferated and become more decentralized, quality
assurance has becoine a more time-consuming and difficult task. As a
result, many public agencies have 