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Editor's Preface 

It has been a little over a year since Irving Kenneth· Zola died. 
The Disability studies Quarterly is .one of the lasting tributes to 
him. ·This issue begins. with an appreciation of Irv and his life. 
The other essays·continue the work to which he devoted his 
professional life. Grateful appreciation is extended to all 
contributors to this issue. · 

There is a table of contents at the end of this issue. 

yoµr bad can.be very scary - and 
·that huge funerals can start to 

Bonnie's.Memorial Speech for Irv f~el like a big blur.. (And 
don't worry, I'll send you a 

The following is the: text of a copy of my talk in case this 
~peech given by Bonnie Gracer, becomes a blur.) One thing that 
January 5, 1995, in Washington, always helps me is wh~n people 
D.C. tell me about my Dad and what he 

·meant to them. 
Hi, my name is Bonnie So I'd like.to tell you a 

Gracer. When I .was a junior at ·little bit about your father 
B~andeis, I had the ~ery·good and how important he was to me. 
fortune of having another First of all, your Dad was a. 
professor insist.that I take a wonderful professor. But for -me 
course with Irv Zola. Irv was 1 - and many of his students - he 
my friend, mentor, and anchor - · was even more than that. He was 
not just in college, but right somebody who transformed our 
up until he· died. I will miss lives. 
him more than I can even begin I have a.hearing 
to say-: but I feel so lucky to· impairment. But when I first 
have known him, and to be able met your father,-'! -didn't 
to honor him here tonight. realize my hearing impairment 
Judy, I hope you will feel my ·was any more important in my 
~upport now and in ·the ye.ars to life than my shoes or socks~ I 
come. always thought that my hearing 

Irv used to talk and write impairment was my problem. If I 
all the·time about his wife and wanted to hear·· people talking · 
family - and each time, he ( like my teachers) , I thought it 
overflowed with pride, joy, and was my job to adjust myself 
love. I know he would want them somehow - listen harder, try 
to be held and comforted, harder. I wouldn't have dreamed 

.especially tonight. So I'd like of .asking for special treatment, 

.to address my remarks to his or expecting anyone to do 
children, Warren, Amanda, and· anything different just because 
Kyra - especially Kyra, who is I couldn't hear. 
12. In doing so, I pope my Your Dad was the first 
~ords can provide scime comfort person in my whole life - and, 
to all' of us. for a long time, the ONLY person 

Kyra, when I was a little· - who told me that my disability 
older than you, my Dad also died wasn't just my tough luck. He 
suddenly. I know that losing ~aid I .had something he.called a 

2 



"right" to understand what was 
happening in his class.· I had 
absolutely no idea what in the 
world he was talking about. 

ijut as I'm.sure you know, 
he was~a very easy person tq· 
trust. He was so warm. He 
would reach out ·.and hold my 
hands. He was so open about his 
own disability. His eyes 
sparkled. Somehow, he was able 
to communicate - without any 
words at all - that he knew 
somethin_g very· ·important that I 
needed to learn, that he could 
show me what it was, and that he 
wouldn't push me beyond where I 
was ready to -go. He taught that 
people with disabilities should 
.speak and write openly about our 
daily realities as· a way of 
teaching others~ and ourselves. 
So I started writing - we kept a 
journal back and forth (kind of 
like a diary). I could ask him 
anything at all - anything - and 
he would answero I started 
re-examining my life, and 
becoming aware of my isolation 
and frustration. And as I went_ 
through this process, your Dad 
was there with me, every step of 

·th~ way. · He challenged me -
sometimes directly, and 
sometimes just by the alarmed 
outrage in his voice as he 
commented on parts of my life I 
had never thought to question.· 
He knew when to pose questions 

_gently, when to be supportive, 
when to get arigry at me, and 
when to let things be. 

Little by little, your Dad 
introduced-me to a world I had 
never· even dreamed existed - a 
whole disability rights 
community! And today I work at 

• ihe Department of Ju~tice 
teaching people about·the 
Americans with Disabilities Act. 
Tnis is a civil rights law that 
makes sure that people with 

disabilities ·~re iricluded and· 
not excluded. That's what your 
Dad was all about. Every dayl at 
work I talk with.schools, \ 
stores, governments, and peop~e 
with disabilities - and teachi 
them how to include peopl~ wi~h 
disabilities and why they sho~ld 
do that. Now, I can give oth~r 
people a little of what your_: 
father gave me •. Your father 
lives on through me, and you,. 
and all Of US here, in OUr ¥Ork. 

So much of my life today; -
many of the people in this robm 
- my friends, my career, my 
f~eedom ..• is a gift from your 
Dad. I wouldn't have had any of 
it without him. 

over my desk at work I have 
a picture of your Dad with the 
quote he left for us that says, 
"Let any acknowledgement of my 
death be a delebration of the 
life I have led." But how do we 
celebrate life in the face of 
death? This is. kind of a ne~ 
concept for me - even in death, 
your Dad continues to challenge 
and teach me. So I will tryo 

We ca~ celebrate that your 
Dad had so many people who loved 
him - and that he brought so 
much happiness and wholeness to 
our lives. We can celebrat~ by 
living our lives fully, by 
keeping him aliye in our actions 
and memories, ~nd by .striving 
~or that sense of wholeness that 
he gave us. That sounds like a 
lot to do. But your Dad_h~s 
prepared us for the task, just 
'by being who he was. Here's_ 
some of what he taught me that I 
think can helpo Know that it's 
okay to be sad~ (I learned that 
in a story.about you.) Get a 
lot of hugs. Be with friends • 
Laugh a lot. Be patient, ·but 
not too patient.· Get angry 
sometimes. Question. Know that 
people with disabilities love, 
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and are loveable, just like 
everybody else. And when you 
get scared, trust in yourself., 

Kyra, even with all your 
father taught me about 
disability, his greatest gift to 
me may not relate to my 
disability at all. It's 
something I wish I had learned 

_after my father died - and that 
is that love is worthwhile, even 
at the risk of loss. To have 
known and loved Irv Zola is to 
know that this is true ••.. really 
know. Kyra, Warren, Amanda - I 
truly believe your fathe·r would 
want you to continue having lots 
of love and joy in your life. 
Maybe the best way for all of us 
to celebrate Irv's life is to do 
just that. Thank youo 

Focus: Disability Issues 

Services and Supports in a 
Human Rights Framework 

Marcia Rioux, Ph.D. 
The_Roeher Institute 

Toronto, Canada 

We are in a period of 
transition in the field of 
disability. In· 1996 we know 
that disability is not just a 
physiological or cognitive 
condition. It is much more 
complicated than thato We know 
that disability results from the 
interaction of our environments 
with the biological state and we 
know that the impact of that 
interaction is exacerbated by 
prejudic~,· fear, dis6rimination, 
and intolerance of people. The 
new human rights age~da for 
social policies including those 
affecting disability is one 
based on the link between 
equality and difference. 

The basis of social, 

economic, and political 
exclusion of people with 
disabilities finds its roots in 
a scientific and medical 
hegemony which presupposes the 
incapacities and has developed 
mechanisms to measure those 
incapacities. So in the case of 
people with intell¢ctual 
disabilities we have IQ tests, 
competency.tests, functional 
limitation scales, the ICIDH 
(International Classification of 
Impairment, Disability, and · 
Handicap), and a host of other 
standardized testing mechanisms 
or classification schemes to 
measure the extent of 
incapaqity. 

This -leads people to 
believe that the differences 
between people with disabilities 
and people without disabilities 
·are not simple difference~ of 
degree on scales of human 
variation, but are in fact 
substantive human differences 
that must be reflected in , 
responses to individuals and in 
the way services .and supports 
are designed and delivered. 

From this perspective, the 
view of people with.disabilities 
'is troubling. So we hear about 
how people with disabilities can 
be treated with electric shock 
therapy because they have 
different.ways of feeling and 
reacting to pain. We are told 
that people with disabilities 
prefer to be among others like 
themselves. We are led to 
believe that sexuality has none 
of the same significance for 
people who have disabilities: 
not only do those with intellec-
tual disabilities have no moral 
sense of sexua·lity, but they do 
not have the same physical-need 
for sexual expression. We are 
swayed.by claims that prevention 
is the single most important 
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issue in the face of disability, 
thus "ability-cleansing" is 
legitimized even while "ethnic--
cleansing" is condemned and 
denounced. We are led to 
believe th~t segregation, nor-
mally considered an undesirable 
circumstance, is preferable for 
the development and personal 
growth of those with disabili-
ties. And the list could go on 
and on. 

This scientific and medical 
hegemony which presupposes 
incapacity coincides with 
political agendas which promote 
minimalist government and 
limited responsibility .for 
social well-being in society. 
Restrictive eligibility criteria 
can· be used to limit the 
obligation to those in need by 
developing highly targeted and 
categorical programs. From the 
vantage point of disability 
people must be.seen to be 
different and to be treated 
differently as tne condition for 
obtaining any services. Thus 
they have to constructed as 
objects of pity, of charity, of 
incapacity - making them members 
of the "worthy poor .. " Intrinsic 
to this notion .of "worthy poor" 
is. the depiction of people as a 
social burden. 

So what does this look like 
in the real lives of people with 
disabilities?. Governments or 
charitable organizations set up 
programs or services that are 
based on the diagnosis of 
disability - that is, they are· 
cat•gorical, they apply to a· 
category of persons rather than 
.to a need .. This creates two 
problems. In the first place 
the disability is more central 
than the need and all persons 
with disabilities tend to be 
grouped as though their needs 
are similar~ The result is that 

having a disability gets you 
into the program rather than, 
for example, the incapacity to 
read.and write for literacy 
programs, the need to learn 
basic social skills for primary. 
school, the need to get job 
skills for employment, the lack 
of a place to live for residen-
tial services, or the desire for 
recreation for sports and 
leisure programs. Disability 
becomes the defining. character- 1 

istic of those in the program or 
service rather than on the 
central. goal or purpose of the 
program. 

Secondly, to get the 
prof.fered service or program the 
.individual has to be classified, 
diagnosed, and labelled·. The 
use of systems of classifica-
tions of people with.disabili-
ties is tainted, unfortunately,· 
with a long history of ignorance 
of their implications for the· 
exe~cise of human rights. While 
most of these classifications 
(including the traditional 
systems of classifications such 
as IQ tests, ICD 10, ICIDH, 
etc.) were developed and are 
being·used with the most noble 
intentions and always according 
to a professional evaluation of 
"the best interests" of.those 
classified, they have in many 
cases added to the disadvantage 
of those classified .. 

Labels and classification 
have traditionally served to 
locate people within a hierarchy 
of inability. Classification 
has disadvantage~ people. by 
imposing an artifictal limit on 
t~eir capacities and·by implying 
that people are static and not 
likely to change. The impact of 
disability classification 
schemes on services and supports 
can be seen in several ways. 
Classification schemes have 
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prevented individuals from 
~exercising choice in the 
services they use because they 
are slotted into·programs or 
services based on their· 
disability. Classification. 
schemes have led to the person 
being confused with the 
characteristics being classified 
when programs are designed and 
delivered so services are for 
those -with some level of 
intellectual disability or for 
"quads" .rather than for those 

.- who want. to learn to cook.. And 
classification schemes are used 
as the eligibility criteria for 
inclusion or exclusion rather 
than interest or aptitude or 
need. 

The·· resulting effect on 
programs is that the programs 
·are formulated from the negative 
perspective of incapacity and 

· their components reflect that 
fact. Further program goals are 
formulated to deal with 
incapacity, that is, with 

· differences as a devalued 
characteristic and the need as 
"special.". The essentially 
plebeian or ordinary or common 
place nature of disability is 
overlooked. 

But there is another prism 
from which we can view 
disability. This is the one we 
·find reflected in words such·as 
equity, equality, justice, 
dignity, human rights, se1f-
determination, inclusion, and 
interdependence and.respect for 
diversity. Through this prism 
dis~bility is not incapacity,. 
disability is difference.· The 
agenda, then, is-to foster 
social well-being for all 
persons including those with 
disabilities. This agenda calls 
for creative solutions to real 
differences without making. those 
differences the basis for 

disentitlement and g~eater 
·disadvantage. The differences 
are matters of variation not of 
kind; not of species. 
· From·this perspective we· 
want to distinguish services and 
supports within a human rights 
framework from services and 
supports within a charity 
perspective, that is, to move 
away from the view of disability 
as 'incapacityo From this.prism 
eligibility for an entitlement 

·to a program or service is not 
treated as a social privilege to 
be distributed on a discre~ 
tionary basis to a select target 
population that can establish 
personal·"merit." Rather it 
becomes a matter of an indivi-
dual social right guaranteed on 
the basis of clearly defined 
conditions or as ah ethical 
imperative binding the state or 
the community 1 or non-
governmental organlzations to 
the individual with needs. 

There is no reason to think 
of the needs of persons with 
disabilities as "special" ne~ds 
any more than the needs of those 
without disabilities might hav~ 
been seen as special had those· 
with disabilities designed the 
world initially.. If the_ needs 
of one group are seen as. 
special, they become pitted 
against the needs and rights of 
the rest of the population·and 
then arguably require.different 
kinds of services. But from the 
human -rights perspective we 
recognize that our wants.and 
desires are very s_iln1ilar: food, 
shelter., ·the ability to learn, 
to live, to love, to have 
friends, to work; to be secure, 
to make our own choices. And 
services are good services when 
tne programs they provide can 
accommodate the many differences 
of people. In other words, if 

6 



we recognize, as does the human 
rights perspective, that the 
needs and rights of those with 
disabilities are not in fact · 
special, then services ~nd 
supports can be designed so that 
they take disability, a rather 
·unexceptional human occurrence, 
into account. · 

It may be helpful to 
explain what I mean here because 
it is easy to fall into the trap 
of providing services which 
respond to the .immediate and 
ofte.n obvious need, but do not 
address the need in terms of 
long-term sustainability and 
benefit. For e~ample, an . 
organization recognizing the 
need for all children ·with 
intellectual disabilities to go 
to school and learn could find 
itself _promoting·a ne.twork of 
segregated schools blaiming that 
it would provide the necessary 
education. That solution would 
not, however, meet the target of 
an equal education - that is, an 
education that teaches more than 
reading, writing, and arithmetic 
and includes interacting with 
others within the framework of 
the norms and the mores of a 
society. That goal of equal 
education is one-which could 
only( be achieved within the 
regular school system. 

· Neither would the target of 
equal education be met by plac-
ing students with disabi~ities 
in the regular school' system, 
but without the supports needed 
to accommodate their particular 

· needs. Similarly if an 
. organization were working to· 
ensure that all people with 

. disabilities had adequate 
medical treatment, placing all 
people with dis-abilities in 
institutions with medical care 
would achieve that particular 
objective. It would, however, 

defeat the overall human rights 
goal to secure inclusion(and 
citizenship.. The immediate need 
would be met, but the long term 
sustainable benefit of having 
the medical service would be 
1o·st. 

Another example:. if 
therapy is the central reason 
for and the purpose of treatment 
programmes and policy, then 
institutionalization or 
segregated community services 
could arguably be beneficial to 
the individual.· However, if the 
goal is to e.nsure the human 
rights and well-being of all 
people including the supports 
and services needed by those 
with disabilities, theri 
separating and dividing.people 
·cannot meet that goal. By its 
very nature a segregated service 
assumes that concentrating on 
the individual's disability ·will 
fix his or her problem. It 
means that instead of finding 
the ·common source of dis-
advantage, we make the 
individual responsible for his 
or her disadvantage.· By setting 
up segregated services ·for · 
remedying the disadvantage we 
deny both the" benefits of social 
integration and the.access to 
the solidarity that is 
fundamental·to enabling social 
well~being. Everyone loses. 

There are many kinds of 
support services for people with 
disabilities. In a recent 
;review of-journal articles 
(written in English) the support 
services·which were evaluated 
ranged from very specialized 
methbds of technical support to 
simple techniques of empower-
ment, from structured models to 
informal networks, from service 
to self-help, from high cost 
support to volunteer activity. 
In most cases, in the evalua-
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tion, they were considered 
acceptable primarily because 
they had very different goals 
based on dissimilar per~pectives 
on disability. 

·How then·do we distinguish 
good services within the context 
of human rights? success must 
imply an outcome and ways.of 
achieving it that are in keeping 
with the human dignity and well-
being not only of each_.indivi-
dual, but necessarily of society 
as a whole. These kinds of 
measures of .quality are imbedded 
in such questions as: What are 
society's obligations to ensure 
that various "forms" of care are 
made available in meaningful 
ways to individuals who have a 
disability and who need service 
and support? To what extent is 
bio-technology substituted fbr 
the social .and economic changes 

· necessary to·enable a citizen to 
integrate into social and 
economic structure? To what 
extent are the services and 
supports offered fulfilling the 
need of the service provider 

·rather than the user? To what 
extent are services supports 
developed and employed at the 
~xpense of rights? ·, 

Something can be gained by 
comparing (a) the way services 
are provided if·you start with . 
the perspective that the problem 
of disability'rests in the · 
individual as compared t6-(b) 
the way services are designed. 
and delivered if you think that 
disability is a result of social 
organi.zation. Let us look at 
some differences by way of 
example. Indicators Based on 
Individual Pathology: 
diminishing of maladaptive 
behaviours; increase daily-
living skills of toilet 
training, self-feeding, social 
skills, communication, motor 

skills; provision for adequate 
staffing and support; extent to 
which safety and security are 
enforced through architecture 
and routines;·the administration 
of medications; extent to which 
there is a reduction in devia-
tion from valued and normal 
social roles; use of physio-
therapy; and ~he quality ·of 
profession~! intervention. 
Indicators Based on Social 
Patt1ology: capacity of 
community and social syste111s to 
adapt .according.to individual 
interests; acceptance of 
individual by communities; 
involiement of·individual in 
decisions affecting support and 
service .such as hiring staff and 
deciding where to liye; adapt-
ability of job workplace and 
labour market .to accdunt for 
individual disability; dignity 
of risk; and extent.to which the 
community takes on the agenda of 
disability. The line between 
restri6tive service and support, 
discriminatory seryice and 
support, -and liberating service 
and support are in reality 
differences between assumptions 
.about causes and consequences 
and approaches to disability. 

Our notion of services has 
been tarnished by the .notion 
that people with disabilities 
are unfortunate, pitiable 
people. So 1services have been 
designed to serve people.for 
whom we felt sorry. They. 
received charity from kind 
people. This was probably 
fortunate for them because the 
alternative would have been to 
have nothing. But people with 
intellectual disabilities.have 
not been appreciated as produc-
tive members of -society so there 
has been.very little concentra-
tion on.the notion of an obliga-
tion to provide the services 
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they need to make that contribu-
tion. 

In many places services and 
supports h~ve become the price 
of charity for the social burden 
of people with disabilities. If 
there is a way to "fix" such 
people, then that reduces the 
social burden and "do-gooders" 
are willing.to pay the price for 
habilitation and rehabilitation. 
The primary objective of the 
programs and.services is then to 
fix the person so he or she can 
be like others without disabili-· 
ties. From this perspective the 
indicators· based on individual 
pathology are met. 

Energy has also been 
expended by those who provide 
services on the basis that 
disability deserves charity when 
people cannot be fixed. ·Most of 
these services are more or less 
segregated and were designed to 
give the person with a disabi-
lity the greatest opportunity to 
fit into existing social 
structures. There was an 
ongoing effort to tinker with 
these services to make them 
better and better, to ensure 
that service providers valued 
their "clients," to make 
·Services individually tailored,. 
and to design services which 
would enable individuals to move 
into the mainstream. These 
services also may be measured 
against the indicators based on 
individual pathology. 

What do supports look like 
_if we do not accept that 
attention to disability is a 
charitable activity, but is a 
matter of the right to be part 
of a society, to be a participa-
ting citizen of one's country? 
Rehabilitation in itself, no 
matter how effective, will not 
le~d ·to fulfilling the goals of 
human rights. Neither will a 

better system of disability-
focused services on its own 
achieve these goalso While 
rehabilitation and disability 
services are necessary to 
achieve the goals, they are not 
enough on their own to ensure 
justice and the inclusion of 
people with disabilitiese 

From a human rights 
perspective, we have to 
recognize change at two levels. 
We have to go back to our 
understanding that disability is 
the interaction of the indivi-
dual and the environmento It is 
not an individual pathology, but 
a social pathologyo So we must 
create services and supports 
that address the disadvantage 
inherent in our schools, our 
labour markets, our recreational 
facilities, our family 
structure. We are all part of 
the system that denies the 
inclusion of people with 
disabilitieso The particular 
condition of an individual may 
exacerbat~ his or her ability to 
function like the rest of us, 
b~t in a human rights framework 
difference is not an excuse to 
discriminate. It is a challenge 
to our creativity. 

The services and supports 
we offer will then nave to meet 
the challenge of making every 
person a contributing member of 
society. This will mean 
services that empower ,people in 
the face of the powerf~l; that 
develop strength in ·face of bio-
medica1·weakness, that provide 
support in the face of patro-
nage, that lead to cooperation 
in the face of competition, that 
enable in the face of disen-
titlement, that cultivate choice 
in the face of benevolence. 

As e~ch child with a. 
disability finds her or his way 
into the real world with other 
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children and grows up to find a legislation creating a 
place in society as a citizen, cofuprehensive program of early 
we will know that we have intervention services for 
provided the kind of services 
and supports that the human 
rights framework promises.) 

(This paper is a revision 
of one presented to the Regional 
Seminar of.the Andean Region of 
the Partnerships in Community 
Living Project, Ecuador, 
November·1995.) 

The Proposed cutbacks in 
Early Intervention Programs 

_Lynne A. Weikart, Ph.D. 
Suffolk University 

Boston,· MA 02108 

The nineties are not kind 
to disabled children. High 
levels of fiscal stress are 
pushing school districts, 
cities, and states to.reexamine 
their investment in many 
programs including early 
childhood programs as well as 
programs for disabled children. 
The 104th Congress 'is reducing 
sdci~l programs across the 
board. · The reductions are not 
simply dollar reduction.. The 
reductions lie in changing 
federal programs for 50 state· 
programs. The creation.of 50 
programs with few federal 
standar~s can lead to an 
inconsistency of standards and 
elimination of some programs 
amon.g the 50 states. For 
parents of disabled children the 
nineties are a time of 
insecurity and fear. ·And what 
is difficult to adjust to is 
that it was less than a decade 
ago that parents of disabled 
children were far more 
optimistic. 

1986;was a·special year. 
Congress passed landmark 

infants and toddlers with 
disabilities. Th~ legislation, 
P.L. 99-457, the Individuals 
with Disabilities Education Act, 
emphasized beginning interven-
tion.as early as possible. The 
,legislatioti in 1986 built upon 
P.L.· 95~142, the Education .for 
the Handicapped Act, which 
required schools to take . 
disabled school age· children and 
educate the· child in the ·least 
restrictive environment. Now -
almost 10 years latei one of the 
~ost important programs heavily 
used in early intervention and, 
one of the few,programs that 
integrates disabled child~en 
with othe~ children - Head Start 
- is under attack· by Congress. 
After all the struggles to force 
schools to accept and edu·cate 

·disabled children in the least 
restricted environment, the 
momentum has stalled and the 
movement to extend basic rights 
to disabled children is 
retreating in the face of these 
reductions. 

Head Start is one of the 
few programs in which-early 
int~rvention can occur without a 
heavily segregated environment. 

-· As good as privately self-
contained PreschoolHandicapped. 
Programs can be, parents are 
currently witnesses to suc-
cessful integrated Head Start 
programs which 'have made enor-
mous differences to disabled 
preschool children. One parent 
in New York City describes the 
difference: "The difference in 
Anthony, since he has been at 
Head Start,.· is amazing, abso-
lutely remarkable .•.. He no 
longer sits passively and' allows 
others to do things for him. He 
feeds himself 5 or 6 bites of 
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food with and without utensils. 
He brings home art work that was 
made by HIM! .. Q His speech is 
much more audible and intelli-
gible •.. The most heartwarming 
event was when he was invited to 

was significantly less than 
children who did not attend the 
program. (3) Schorr demonstrated 
in several programs that we do 
not lack the knowledge, but she 
said we lack the will. More 

a classmate's birthday party.. 
.. He had a sense of belong-
irtgg" (1) The attack on Head 
Start directly affects thousands 
of preschool disabled.children. 

Head Start was created in-
1965 for children of low income 
families with and without 
disabilities. And from the 
beginning Head Start programs 
took disabled children in many 
locationse Head Start was way 
ahead of its time. Then in 1972 
the federal government mandated 
that the.Head Start programs 
accept children with disabili-
ties into their schools. (2) 
Over. the years Head Start 
programs have had a wealth of 
experience in educating disabled 
preschool children. And these 
experiences are nationwide. 
They are not limited to a few 
states. Those·experiences can 
be reduced, however, by an 
unrelenting Congress. 

What is so odd is.that we 
know what works. Countless 
studies have demonstrated the 
gains of children with special 
needs who are part of an early 
intervention program..Lisbeth 
B. Schorr in Within Our Reach 
talked about the Institute for 
Developmental Studies (IDS) in 
Central and East Harlem which 
created an enrichment program 
for preschoolers. The 750 
participants came from poor 
families living in crowded and 
unsafe housing. · The children 
were given comprehensive early 
childhood programs similar to 
Head Start. The effect on grade 
retention and special education 
placement was pronouncede It 

specifically, policy makers at 
crucial levels in government 
lack the will. Parents of 
disabled children need to 
consider new strategies to 
affect policy. 

For ·many years parents and 
organizations of people with 
disabilities concentrated upon 
passage of federal laws that 
forced states to recognize the 
need of disabled ~hildren. 
Creating and maintaining such 
interest groups worked. The 
most recent achievement, the 
Americans with Disabilities Act 
(ADA), obtained a new level of 
political organization by 
gaining support from interest 
groups outside of those known to 
support people with disabili-
tiesa Daniel Fox said in a. 
symposium on disability policy 
that it remains an open question 
whether the coalition of 
interest groups that created the 
ADA can remain intact. (4) 

But fiscal stress· at both 
the federal and state levels is 
increasing. As the fiscal 
restraints continue the·problem 
of funding disabilities programs. 
will grow. What the disability 
community learned from the ADA 
experience can prove useful for 
the struggles around early ' 
intervention. ADA proponents 
went outside the traditional 
interest groups and lobbied 
children's organizations, older 
citizens' groups, and civil 
rights organizations. Can these 
strategies be used to combat 
cutting early intervention 
programs? The answer could be 
yeso One clear strategy is to 
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combine forces with others.who 
pro~ote children's issues 
instead of th~ disabled 
community continuing to be seen 
as a separate lobby. Using Head 
Start as an example of programs · 
that work for all children is an 
effective way to start a 
lobbying process that combines 
the strength of different 
interest groups. And what 
better program to begin with 
than Head Start, a model of 
cooperation among all parents 

.regardless of their children's 
special needs. 

The strategy need not end 
with children's interest groups 
combining forces. It is clear 

. that those interest groups have 
yet to b~ successful with this 
new Congress.· The second 
·strategy is to·broaden the 
coalition·and capture other 
significant interest groups 
similar to the ADA struggle in 
1991. A powerful interest group 
is the senior citizen lobby. It 
,is no secret that the shift in 
"entitlement".in the 1980s was 
to senior citizens, certainly 
the largest voting bloc in the 
country. Those who support 
early intervention need a 
"senior corps." This senior 
corps would lobby alongside 
interest .groups wit.h emphasis 
upon children's issues beginning· 
with early intervention •. 

Without a broad coalition 
the efforts to defend and expand 
not just early intervention, but 
other gains of the disabled 
community, will be lost. In the 
past 25 years interest groups 
have proliferated and the 
separation into thousands of 
different groups makes coalition 
building that much more 
difficult. In the. 1990s the 
disability community needs to 
reach out beyond the traditional· 

boundarie~ and combine with 
other gr6ups to achieve changes 
in government policy governing 
early intervention.· 
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Peqple with Disabilities. 
and the ICIDH 

Jerome E. Bickenbach 
Queen's University 
Kingsto'n, Ontario 

Canada 

The 1980 public~tion,by the 
.World Health organization (WHO) 
of the International Clas~ifi-
cation -of Impairments, Disabi- · 
lities, and Handicaps (ICIDH) 
was a non-event for most people 
with disabilities. Although 
Disabled People's Interriationai 
(DPI) closely monitored and 
critiqued the early drafts 
through the 1970s, other· 
activists in the disability 

·-community were far too busy 
·fighting for political rights 
and access to accommodations to 
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get excited about yet another 
·labelling mechanism .for classi-
fying people with disabilities 
in medical and rehabilitation 
terms. ., 

The original inspiration of 
the ICIDH was to create a tool · 
for use, worldwide, in classi-
fying the· consequences of 
diseases with the recognition 
that three levels or contexts of 
consequences must be kept 
distinct. The 1 idea was that 
disability.is not one thing, but 
many and -it is important to be 
clear about.what aspect of 
disability one is talking about. 
So, at the organic level, a 
pathology or trauma may cre~te a 

_biomedical abnormality that is 
the fitting object of medical 
classification. This is an 
impairment. Impairments may, or 
may not, effect the range or 
quality of functional abilities 
of an individual - causing 
difficulties in lifting, 
grasping, walking, hearing, and 
so on - and when this happens we 
move into the domain of 
disabiliti. Finally, if an 

.impairment or a disability 
li~its the ·capacity of a person
to.participate fully in social 
life, then a social disadvantage 
is created which can .be 
classified as a handicap. 

The ICIDH has not been 
widely used even by health 
professionals. And it has been 
criticized from all sides. For 
people with disabilities the 
dobument suffers from a major 

.problem. Since.it presumes a 
causal linkage between the three 
levels, the ICIDH systematically 
misconstrues the character of 
the third level·. Instead of 
focusing attention on the social 
construction of disadvantages -
that is, the social reality that 
people with di~abilities 

actually face in their day to· 
day life - the ICIDH presumes 
that these disadvantages are 
caused by impairments and 
disabilities. In concrete terms 
this means that the fact that a 
person in a wheelchair can not 
enter an inaccessible building 
i~ classified as a handicap 
which is created by that indivi-
4ual's mobility disability.

The ICIDH is .currently 
being revised with ~he final 

·version to be submitted to the 
WHO by 1998;. A decision was 
made early on to create 
collaboration centers that would 
divide the work up and then meet 
periodically to compare notes~ 
The task of revising the 
Handicap classification fell to· 
the North American Collaboration 
Center coordinated by Gerry 
Hendershot of the National 
Center for Health- Statistics, 
one of the Centers for Disease 
Control. At the last meeting 
held in ~aris in November 1995 
suggestions for a revolutionary 
change in the ICIDH were aired. 
They were sympathetically· 
received by the WHO official in 
charge 6f the revision process, 
Bedirhan Ustun. · 

Building on ten years of 
·extensive work ·oy Patrick 
Fougeyrollas and his colleagues 
in Quebec, in collaboration with 
Gale Whiteneck from the Craig 
Hospital in Denver, the. proposal 
was made that the·ICIDH should 
identify and classify a fourth 
level, namely the social 
environment itself~ The third 
level - which, ·it was agreed, 
should no longer be labelled 
with the offensive word 
"handicap" - must be understood 
not as a consequence of an 
impairment or a disability, but 
as the product of the inter-
action of a.person with a 
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disability and the environment 
in which she or he lives. 
Modified in this manner the 
ICIDH could then· be used by 
people with disabilities to 
begin the vital task of identi~ 
fying and classifying the 
physical, organizational, 
social, and political environ-
ment that creates the disadvan-
tages experienced by people with 
disabilities. As for the third. 
level of classification, the 
work remains for Harlan Hahn, 
David Gray, and their Canadian 
colleagues to clarify and 
operationalize this complex 
phenomena. 

This is a first step, one 
about which Rachel Hurst, 
representing DPI in Paris, was 
very optimistic.· She had 
persuas.ively argued that the 
ICIDH must cease to be a tool 
for labelling people with 
disabilities and .should- be 
transformed into an important 
tool for social policy analysis 
that can empower people wi~h 
disabilities. Echoing remarks 
made at earlier meetings by 
Marcia Rioux and Diane Richler 
of the Roeber Institute in 
Ontario, the issue here is the 
fundamentally ethical one of 
participation, access, and self-
deter:mination. "Nothing about 
us without us" as Rachel Hurst 
put the point. 

Should people with 
disabilities set aside their 
concerns about classificatory 
instruments and embrace··ICIDH-2? · 
Not at all. It is vital to 
remember that, whatever the 
motivations of the drafters of 
such tools, they can also be 
used to disentitle peopl_e with 
disabilities from access to 
resources they need or rights 
they deserve. Especially in the 
current political climate.in 

North America and elsewhere, 
there will be strong temptation 
to further marginalize people 
with disabilities through 
"scientific" classificationso 

still, at least potentially 
the conceptual distinctions 
embodied in a revised ICIDH 
could assist in the clarifi-
cation and qevelopment of 
coherent social policy that 
benefits people ·with disabi-
lities. It is heipful to 
distinguish the domains in which 
medicine and rehabilitation 
offer legitimate services from 
the social and political domains 
in which the struggle for 
independence and rights to full 
participation are waged. It is 
also vital to create a common, 
international language for 
classifying abilities and 

· disabilities on the one hand and 
"handicapping environmenis" on 
the other. Finally, it is 
essential that people with. 
disabilities participate in this 
revision and form the ranks of 
the various professionals who 
use these classification 
schemes.· Realistically, 
classification systems that name 
and assess physical and mental 
disabling conditions will never 
go away. They will be deyised 
and they will be used. In the 
face of that reality it ~s far 
better that these tools be the 
product of a cooperative venture 
between and among people with 
c;Usabilities. 

Emerging Issues in Di~ability 
studies: Monitoring the World 

Bank 

Nora Ellen Groce, Ph.D 
Yale School of Public Health 

,·New Haven, CT 

14 

http:climate.in


Being asked to reflect on 
the current and future state of 
disability studies, I am drawn 
repeatedly to my concern that 
we, as researchers and advo-
cates, need to broaden our 
scope. We no longer can exist 
with the assumption that if 
policies,·programs, or laws are 
not explicitly labeled "disabi-
lity" or "rehabilitation" they 
~ave no relation, good or bad, 
to the disability community. 
Furthermore, we can not assume 
that new, innovative (or · 
potentially problematic) issues 
about disability will arise 
first in the developed world and 
only afterwards affect those 
living with disability in the 
developing world. Some of the 
issues currently being broached 
in the realm ·of international 
health, develop~ent, and policy 
are of immediate concern to. 
those working on disability 
issues here in the developed 
.world. We therefore-need-to be 
knowledgeable about what· is 
happening globally on disability 
issues and what is planned for 
the near future. If we do not 
begin to view disability issues 
6n an interdisciplinary and a 
global basis; much 1 will be lost. 

David Pfeiffer's gracious 
offer to allow me a few columns 
in this issue permits me to 
raise this point by providing a 
specific example that has 
prompted·the above remarks. 
This sh6rt disctission is a brief 
v1ersion -of a longer research 
paper I have just written with· 
Dr~ Mary Chamie of the United, 
Nations. Although I take 
responsibility for the following 
comments here, the topic upon 
which I write is something about 
which my co-author and I _are 
both gravely concerned. It is 
this: the World Bank has 

developed a new methodology to 
assist ministers of health and 
development around the world to 
"better" determine how to 
allocate scarce health care and 
development dollars. Called 
~Disability-Adjusted Life Years" 
(DA:YYs), it, among other things, 
statistically establishes a 
measurement for the value of 
life lived with a dis.ability. 
It was devised with virtually no 
input from the disability 
community and it does not ta~e 
into account twenty years of 
research and advocacy, yet it 
has the potenti~l to disenfran-. 
chise millions. The fact that 
so few in the North American and 
European advocacy and research 
communities are aware of this 
proposed World Bank methodology 
speaks to our isolation, not to 
its potential insignificance. 

Background: The World Bank 
issues a major Development 
Repdrt annually, each Report 
concentrating on a specific area 
of global importance.· The 1993 
Development Report was on 
health. The.WorldBank, usi11,g 
health status as a proxy for 
potential productivity, sought 
·to justify global and regional 
expenditures for health on the 
basis of productivity. In other 
wor~s, funding health related 
projects is, in the Bank's 
opinion, not only worthwhile 
because of humanitarian concern, 
but justified economically 

-because a healthier work ·force 
is·a more productive work force. 

Although linking health and 
productivity has its own 
problems, many would argue that 
matching international monetary 

. interests to humanitarian goals 
can be prpductive to both camps. 
However, the Bank went well 
beyond simply noting a link 
between improved health of 
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individuals and improved 
national ·economies. They also 
developed an elaborate 
methodology to link these ideas 
together. Here is where our 
problem begins. 

Problems: Definitional & 
Conceptual: Central to the 
World Bank's newly introduced 
m~thodology. is the concept of 
"Disability-Adjusted Life 
Years." Defining Disability-
Adjusted Life Years as ria unit 
used for measuring both the 
global burden of disease and the 
effectiveness of health inter-
vention," the methodology is 
intended to calculate the 
present- value of future years of 
life "lost" for individuals who 
become chronically sick or 
disabled. In ef.fect, the Bank's 
Report seeks to establi~h a way 
to measure quality of life. 

At the outset, it must be 
noted that there are fundamental 
disagreements among health 
economists, policy makers, 
medical ethicists, and patient 
advocacy groups about quanti~ 
fying the quality of lifeu The 
need for quantification in order 
to allocate health care 
resources is still more proble-
matic. Even for those strongly 
in favor of such scales, it. is 
widely agreed that such scales 
must.measure some sort of 
reality. It is here, we feel, 
that the DALYs go badly astray. 

The World Bank went about 
calculating the DALYs by 
gathering together a "panel of 
experts" - physicians, econo-
mists, statisticians, and 
others, and asking them to 
devise a scale that would 
measure the "quality" of a life 
lived with a disability. 
Although "quality of life" is 
never fully defined in the 
Report, it is seems to be used 

throughout the Report as a proxy 
for "productivity." 

It is sobering to note that. 
no disability-led organizations 
appear to have participated in 
these meetings. Asking 
"experts" to imagine that they 
are unable to see or hear or 
walk.and then to have them 
calculate a quality of life 
based on this·, is fraught with 
dangers. It is difficult to· 
image that today a global 
measure assessing the quality of 
life for women or for Fourth 
World Peoples would not include 
representatives from these 
groups. In a day and age when 
there are some many thoughtful 
leaders within the disability 
community who could add 
immeasurably to a discussion 
such as the one undertaken by 
the World Bank, it is particu-
larly disappointing that such an 
inclusion was not made. 

Findings: Perhaps the lack 
of i'nput from advocates and 
researchers knowledgeable in 
disability matters.accounts for 
the manner in which the Bank's 
experts framed their study. 
Seeking to measure "levels of 
functioning" (another term that 
is not well defined), the World 
Bank panel devised a methodolo-
gically sophisticated scale that 
measures "disability" using the 
109 categories of disease found 
in the International Classifi-
cation of Diseases (9th revi- · 
sion). These classes are then 
sorted and weighted by severity 
and anticipated years of life 
following the appearance of a 
disability. Taking the linkage 
between disability and ill-
health as a given, the Report 
then goes on to assume that once 
disabled, individuals are no 
longer capable of productivity. 

Leaving aside the specific 
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criticisms of the methodologies 
used, which will be addressed in 
another place, my co-author and 

are st~uck by the reasoning 
behind the development of 
Disability Adjusted Life Years 
in the first place. The measure 
rests on a series .of assumptions 
about disability and what it 
-eans to._live with a disability, 
that is oddly outdatedi Indeed, 
"disability" itself is never 
defined in the. Report. 

Despite two.decades of 
research and advocacy, it seems 
that the Bank's panel never 
considered the fact that one can 
be both disabled and healthy. 
Indeed, disability is measured 
tprough references to the 
"Global Burden of Disease." 
This, despite the fact that time 
and again over the pa~t twenty 
years a clearer distinction has 
been made between disability and-
disease - up to and including 
findings and resolutions from 
the United Nations itself 
distinguishing the two. Even 
the World Health Organization's 

.Internat!onal Classification of 
Impairments, Disabilities, and 
Handicaps, whatever its own 
limitations might be, goes 
unmentioned. Nor is there any 
recognition of· the fact that one 
can be both disabled and 
productive. 

It is strongly argued here 
that years of life lived with 

:disability are not "lost years" 
nor are they necessarily 
correctly described as years 
"burdened"· by disease. Unfor-
tunately, however, there is 
·simply no capacity in the DALY 
scale to measure productivity of 
individuals with disabilities. 
The assumption.behind these 
calculations seems to be that 
individuals with disability lie 
statistically somewhere between 

sickness and death. 
Lack of insight into the 

complexities. of living with a 
disability is further exempli-
fied by the Report's discussion 
of the social implications of 
disability. Over the past two 
decades there has been a growing 
understanding that the quality 
of life for an individual with a 
disability is not usually a 
medical issue, but will depend, 
in large measure, on a wealth of 
social, cultural, economic, and 
legal factors. Indeed, the next 
field I think disability. 
scholars and advocates need to 
~ull into our on-going 
discussions about the meaning of 
disability is the emerging field 
of human rights. · 

To truly understand what it 
means to be disabled, I would 
argue, we need to understa.nd 
individuals, communities, and 
societies, not ~imply a set of 
medical diagnoses. Furthermore, 
quantitative research has great 
strength, but in quantifying 
complex issues we need to be 
particularly careful in how 
issues are defined and measured. 

Implications: The full 
implication of the DALYs has yet 
to be assessed. Certainly, 
there have been many analytical 
schemes over-the past century 
that-have been introduced with 
great fanfare and died quiet and 
often well-deserved· deaths. 
However, at many high level 
meetings of international health 
and international development 
officials, the DALYs are being 
discussed and those responsible 
for setting policies on global 
and national levels ar·e quoting 
the~e findings to one another. 

The World Bank has under-
taken a complex and potentially 
thankless task. Prioritizing 
needs in terms of available 
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resources is not, in itself, a 
useless exercise. ·If the DALYs 
were intended to assess what 
programs could reach the 
greatest numbers at the lowest 
costs, for example, this would 
be significant and in keeping 
with the.broader mission of the 
World Bank.- Unfortunately, the 
Disability-Adjusted Life Years 
scale does not permit such a 
dialogue. It assumes that once 
disabled, one can contribute 
nothing to his or her family, 
community, or society. By 
assuming that individuals with a 
disability can only function,as 
a drain on society, it further 
assumes that investment in such 
individuals - investments in 
health, .in education, in .jobs, 
in all aspects of life, are poor 
investments - and hence a lower 
priority or no priority at all. 
The Disability-Adjusted Life 
Years, is a scale that is 
weighted towards ranking partial 
death, not potential quality of 
life, and, therefore, it should 
concern us all.' 

Prostate Cancer - Facing the 
Dilemma: One Man's Perspective 

Derek W.F. Coward 
Suffolk University 
Boston, MA 02108 

"To test or not to test," 
"The killer we don't discuss," 
"40,000 men will die of prostate 
cancer," so run the headlines. 
Fortunately riot my problem, a 
fit 63 years old, running 20-30 
miles a week, racing and getting 
placed in.the veterans' category 
at 5 and l0KTs. Blood pressure 
and cholesterol levels are fine 
and there are no urinary 
problems. God's in his heaven, 
all's right with the world. I 

had taken early retirement, 
followed by several years as 
Executive-in-Residence and 
Associate Professor of Marketing 
at a loca1·university. · I.was 
looking forw~rd to retiring at 
the end,of the year, spending 
the winters in Arizona, and the 
summers in New England. Annual 
medicals are a mere formality. 

Accordingly, when the 
doctor said, "everything looks 
fine, but while your PSA level 
-(Prostate Specific Antigen)· is 
low, it is up .7 from last year 
and I suggest you have an ultra-
sound to be on the safe side," I 
felt little concern. I knew 
that levels above· 4 indicated 
that capcer might be present and 
that levels of 10 were highly 
suggestive, but also that other 
factors could result in elevated 
levels.• · And., to my knowledge, 
there was no family history of 
prostate problems. 

Examinations with regard to 
the prostate and urinary tract 
are not dignified and the· 
ultrasound runs true to form. 
After a day and night of 
"cleansing the bowels," I duly 
presented myself at the hospital 
X-ray\ department to have an 
ultrasonic probe inserted into 
my rectum and to be told that 
there was a small tumor which 
should be biopsied - 12 needle 
stabs later I left the hospital 
still not particularly con-
cerned, but with growing .appre-
hension. Two weeks later I 

·received a phone call from my 
internist with the news that. the 
biopsy would have to be 
repeated. "I know it's a pain 
in the ass ....," he said. ..I am 
not certain whether he was 
speaking literally or figura-
tively - to me it was both. 

Two weeks after the second 
biopsy I got the news - good and 
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bad. The bad news was the 
growth was malignant. The good 
news that it was small', well 
differentiated, and confined to 
the prostate. My doctor, who 
had faced the issue of prostate 
cancer himself,' said that I, had 
to decide what I wanted to do. 
He said that, from his perspec-
tive, bearing in mind my age, 
health, and life expectancy, he 
felt there were two basic 
options - surgery or radiation. 
He set up appropriate appoint-
ments for my wife and me for the 
following week with both a 
surgeon and radiologist. At the 
same time, I talked with a 
colleague who had faced the same 
issue within the last year and 
ran down the various articles 
that I had previously skimmed or 
ignored •. 

. In my graduate marketing 
class I stress that rarely are 
issues black or white, ,but 
rather varying shades of gray. 
However, by analysis, hypothesis 
and assumptions, the marketer 
can ideJJ,tify the best approach 
to achieve the various objec-
tives while recognizing the 
downside and risks. "There is 
always risk," I can hear myself 
say, "but by recognizing it and 
monitoring the results one can 
modify one's strategy and 
tactics." Applying this 
approach personally to the issue 
of what action to take with 
regard to prostate cancer is 
easier from a theoretical 
perspective than a personal one. 
One does not have the oppor-
tunity, once committed, to 
change directions and, in any 
weighing of the statistical 
data, one can fall on the wrong 
side'of the odds! I also 
recalled a December '93 Newsweek 

treatment for prostate cancer 
and their (patients') own 
informed choices are as valid as 
a doctor's." Clearly at issue 
here is "informed choice," 
particularly when one is a 
layman and not a "medical 
expert." 

, Accordingly, what was I as 
a patient able to discover and 
understand with a "reasonable" 
effort? Firstly, that I was not 
unique, that 30-40l of men over 
50 have cancerous prostate cells 
arid 50% of those over so, yet 
only 3% die of the disease. · 
Besides surgery and radiation, 
there were a variety of other 
treatments including hormonal, 
cryotherapy (freezing the 
tumor),, implant of radioactive 
seeds', as well as "watchful 
waiting." Indeed, in one 
article I read of a 51 year old 
male who opted for acupuncture. 
It would appear that little or 
no long term data is available 
with regard to these "alter-
native treatments" so any deci-
sion with regard to these treat-
ments had to be based on opinion 
rather than statistical data. 

Tests of bone, abdomen, and 
pelvis showed no· indication of 
the cancer having spread outside 
the prostate. Accordingly, 
surgery or radiation seemed to 
be the actionable options -
"watchful waiti~g" a consi-
deration. A review of various 
articles clearly identified the 
fact that side effects and 
complications were signifibant 
issues with regard to the 
various options. Published data 
with regard to surgery showed 
30-50% of·patients becoming 
impotent and up to 1 in 7 
patients suffering mild to 
severe incontinence. The 

article in which the author comparable figures for radiation 
stated, "there is no definitive being 30-60 and 0-2 respec-
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tively. Data given for "top 
surgical facilities" were 
somewhat lower, 20-30% for 
impotence and with mild 
incontinence up to 7%. Interes-
tingly, patients' evaluation of 
the complication rates was 
higher. In addition, some 
recent reports cited little 
difference in outcome between 
treatment and watchful waiting. 

My wife and I found our 
interviews with the surgeon and 
oncologist.helpful. We went 
prepared-with questions. 

_However, the answers were, in 
'general, reflective of what we 
had already read and the experts 
were clearly and reasonably 
hesitant in terms of being more 
specific~ It would appea+ that 
there is no real solid body of 
detailed research. Also, while 
statistics and odds are useful 
and valid with regard to 
business, scientific, and other 
'areas, it becomes a somewhat 
different matter when the 
decision is one that can 
directly and lastingly impact on 
one personally. One·tends not 
to be .worried about the other 
99%, but about oneself. With 
this in mind~ I felt the best. 
and only way to approach the 
decision process was from one's 
owh fears and perspective. 

What then were the personal 
factors? Age 63, fit - still 
able to run 5 miles in under 35 
minutes, with the potential to 

· live many more years; a .small, 
well-differentiated tumor.in one 
lobe of the prostate; a "gray 
area decision." I endeavoured 
to identify my level of '.'fear" · 
in terms of the risks and side 
effects, not an easy decision. 

. My number 1 fear - cancer, with 
/ the potential for borie cancer, 

muscle weakness, inability to 
walk, constipation brought on by 

· narcotics, etc; number 2 fear, 
incontinence, with the proba-
bility of it being forever with 
-one 24 hours a-day; and number 3 
fear, impotence.

I toyed with the use of 
weighting factors against the 
data available for the various 
treatments, but clearly felt 
that this was trying to measure 
cotton wool with a micrometer. 
Data I was given _in terms of 
"average 10-year life expec-
tancy" after treatment was in 
favor of surgery versus. 
radiation, 65% to 45%. Howeve.r, 
the data· appeared to be very 
general and possibly irtfluenced 
by other· factors. For example, 
the fact that radiation is often 
the treatment of choice for 
those for whom surgery could be 
too traumatic. 

Other considerations that 
had to be reviewed were the 
logistics of the treatments 
themselves. Surgery would 
involve 4-5 days hospitaliza-
tion, a catheter and collection 
bags for about two weeks, and a 
recovery period of unspecified 
length., Radiation would entail 
daily visits to the hospital for 
half an hour plus for a period 
of five weeks. However, these 
factors were not of any real 
consideration in my case as the 
summer vacation lay ahead and I 
had no strong feelings for or 
against either form of treat-
ment. I did, however, feel 
slightly predisposed towards . 
surgery. 

Accordingly, with a degree 
of trepidation, I opted for 

·nerve-spa+ing surgery. The 
decision having been made, 1aside 
from banking 3 pints of blood 
for myself, I concentrated on 
completing the semester~ 
classes, exams, grades, and, at 

· home, tidying up the yard, 

.' 

t. 
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planting the window boxes, etc. 
Such activity tended to push the 
forthcoming surgery out of my 
mind for a couple of weeks. 
However, with a· week to go, it 
began to loom large with the 
pre-op meetings with the surgeon 
and the anest~esiologist and the 
3-day pre-op procedure - solid 
food giving way to liquids for 
days 2 and 3, with the third day 
the taking of GOLYTELY (3 
liters), a significantly 
misnamed product with the day 
spent in close proximity or in 
the bathroom. 

The day of the surgery was 
somewhat of an anti-climax - the 
die was cast.. Clearly there was 
an element of trepidation, but I 
suspect concern.was felt more by 
my family than myself. My wife 
took me to the hospital and 
stayed with me until I. entered 
the operating ,theater. Hospital 
reception was expecting us, a 
myriad of people took p~rticu-
lars, I was wheeled into.the 
prep room, the anesthesiologist 
set up the epidural, and then I 
was off into the operating room 
and remembered nothing more· 
until four and a half hours 
later I found myself in the 
recovery room with my wife 

• • Ibeside me, being told by-the 
surgeon that all had igone well. 

The next month, 4 days of 
which were spent in hospital, 
was to me most concerning and 
worrying, with the ever present 
questions ·of whether I had made 
the right decision. ~he · 
surgeon's comments that all had 
gone even better than expected 
and visitors' comments of how 
great and fit I looked, helped 
somewhat to alleviate the 

- anxiety. However, the downside 
was present in that I had a 
significant degree of discomfort 
due to a scrotum that appeared 

black and blue and significantly 
enlarged and, with the removal 
of the catheter after 10 days, 
realized what incontinence 
really meant. I had been 
instructed on Keg~l exercis~s to 
build up the pelvic muscle floor 
and never have I followed a 
regimen or training schedule so 
consistentlyG Time and the 
exercises had their effect and 
by the time of my one-month post 
surgery visit, I had changed to 
"light pad protection" only 
necessary due to some continuing 
bladder uncertainty. By two. 
months I was gently jogging some 
15-20 miles per week, my PSA 
reading was almost nonexistent, 
and· I wore a small,pad for peace 
of mind rather.than absolute 
necessity, though experiencing 
some nighttime "accidents" •. 

Currently, 5 months after 
the surgery· and 7 months after 
the diagnosis, I have been 
credited with being clear of the 
cancer (my number one priority), 
having no real problems with 
regard to continence, but am 
still impotent. On this count, 
it would appear that pqtency can 
naturally take six months to one 
year-plus to return, but that 
treatments exist - mechanical, 
injection, and surgical. 
Clearly a decision remains in 
this area. 

Having faced the dilemma, 
what is my perspective? · 
Firstly, regular PSA testing: 
early detection can mean early 
cure. Secondly, do all one can 
to make an informed choice -
talk to doctors, patients, 
family, read as much of ·the 
literature as one can 
understand. Given that there 
are real downsides, endeavor to 
clearly identify one's priori-
ties and fears and prioritize 
them. One can then make a more 

\__ 
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reasoned decision against the 
available data. Importantly, 
face up to the reality that 
there is no guarantee of a 100% 
return to "normalcy." I also 
found ·family, friends, ·and 
professional support very 
helpful. Finally, nothing 
positive can result from s~cond 
guessing one's decision,. once 
made. 
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The Growing Importance of the 
States in·Evaluation.Activities 

As power and funding and 
oversight responsibility for 
programs affecting persons with 
disabilities shift to the 
states, they appear to be taking 

on much more strongly the .role· 
of evaluating. their o.wn programs 
and holding programs more 
accountable for their 
performance. 

On the positive side, they 
are beginning to collect and, 
better.analyze data, are setting 
up performance measures and 
protocols, are saying that they 
intend to involve con~umers and 
providers in advisory groups and 
othe.r ways, and ar·e requiring 
those who work with them to do 
so as well. Thus r-opportunities 
may be emerging for an expansion 
of evaluation activities.· 

On the other hand, as state 
and federal funding becomes 
tighter, states' funding for 
evaluation is ~ne of the "first 
areas to be cut and evaluations 
are often focusing more on cost 
savings than :on issues of'access 
and quality. When evaluations 
reveal problems, states may have 
less ability or desire to make· 
corrective changes •. 

Federal oversight as well 
as funding for evaluations will 
probably be cut back as the 
federal government gives up its 
power and controls to the 
states. 

In many services for 
disabled persons state power is 

· shifting to Medicaid agencies 
from otner agencies such as 
departments of mental health or 
public health. While this 
realignment may improve 
coordination of services, it 
also makes Medicaid the real 
center of power, often with 
their private partners, for 
programs and assessment of 

· services. 
As a result of these. 

factors states appear to ·be 
takipg over the oversight· 
function often with little 
funding or participation of 
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outside evaluators, whether the to be more responsive to con-
federal government or indepen-
dent evaluators. By contrast, 
as p~ivatization of public 
services increases states appear 
to also be encouraging the 
private contractors to take on 
the responsibility and costs of 
ongoing evaluations. These 
trends are very evident in the 
Massachusetts Mental Health and 
Substance Abuse Program request 
for proposals and in mariy other 
states. Thus, a real danger is 
increasing: the wolves, either 
states or managed care organiza-
tions (MCOs), guarding the 
henhouse with little federal or 
otherwise independent assess-
ments being performedm 

In health, mental health, 
and social services we can have 
unmanaged care, managed dare, or 
mismanaged care. Either of the 
first two can be .mismanaged. 
Without good evaluations the 
possibility of poor quality and 
less-accessible services for 
disabled persons will increase. 
In response we need to develop 
effective ways of conducting and 
funding university, provider, 
consumer, and private contractor 
conducted independent oversight 
of these programs. 
Evaluation Options 

A variety of ways of 
performing evaluations are 
available which vary according 
to who funds them, the roles 
that the evaluations play, and 
the degrees of independence in 
each. They include: . 

1. state, Federal, county, 
or City Funded Evaluations of 
Their Own Programs. 

These assessments are 
funded by the state and/or 
program ~o-be evaluated, often 
as "independent" evaluations. 
They can be very important in· 
helping programs to change and 

sumers and others. Ethical 
evaluators will design.methodo-
logies and analyze data so as to 
reduce- any biases as much as 
possible and to tell the real 
story as it emerges. The poten-
tial danger is that evaluators 
will sugarcoat or tell a posi-
tively biased story because of 
their close financial dependence 
upon the service being 
evaluated. 

An open RFP rather than a 
sole source selection proce~s, 
whether an agency chooses them-
selves to have the evaluation, 
or whether the assessment is 
required by funding sources·of 
the program m_ay, but not 
necessarily will, make these 
assessments more independentc 
Choosing evaluators who have had_ 
previous relationships with the 
agency or the state may also 
suggest less independence, but 
it may have the advantage of 
having persons familiar with the 
system and issues involved in 
the evaluation. 

Several types of these 
evaluations are possible: 

A~ -Independent Evaluation. 
A program is required or chooses 
to have an independent reviewe 
No consultation is given. to the 
state/provider group as part of 
a process evaluation. Results 
are -reported publicly and 
independently with full.review 
of methodologies being possiblea 
The study may be seen or is 
actually less independent 
because it is funded by the 
state. This type is the most 
independent of the state funded 
evaluations .. 

B. Independent Evaluation -
Corrective .. In this case the 
funding source contracts with an 
independent group to look at a 
particular possible problem or 
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data "red flag" and to help them 
to understand it better and 
often suggest corrective 
solutions. This type begins to 
being tne evaluator closer to 
the state because there is a 
definite state goal in asking 
for the evaluation which·is, 
hopefully, to improve the 
operation of the program and 
thus the state's reputation. 

c. Independent Evaluation -
Consultation. These are inde-
pendent evaluations with the 
expectation of a strong formal 
.or informal consultation role to 
the funding source. They are 
often process evaluations or may 
be consultations primarily with 
data collection'as part of the 
initial ~r-ongoing assessment 
process~ They are the least 
·independent yet are often the 
most useful in continuous 
quality improvements because of 
the close team relationship. 
between the funding organization 
and the evaluator or consultant. 

D. Advisory Board. 
Advisory Boards are often set up 
to provide input to public 
programs. They may include 
evaluators and may conduct 
reviews of programs or program 
issues. They are definitely a 
form of oversight and, to 
va+ying degre.es, evaluation. 

· 2. Vendor Funded 
Evaluations. 

As privatization continues 
many vendors df public programs, 
whether a loca,l community agency 
or a larg~ for-profit MCO, are 
seeking to develop relationships 
with outside evaluation groups 
including universities. This 
movement is being supported by 
the federal government as it 
encourages the public and 
private fields to work together 
on joint outcomes development, 
report cards, and other 

evaluation efforts. 
Strong argu~ents can be 

made that. these approaches 
should improve the· quality·of 
services, -often as part of a 
provider total quality 
improvement (TQI) program,. that 
they can help to improve the 
state of the art, and that, as 
private/public distinctions 
continue to blur, the will 
become more commonplace. 
However, the client and their 
needs and expectations are al~o 
very clear and they may not. be· 
the same as the public good • 

Great amounts of evaluation 
money are potentially available 
in these relationships. The 
temptation to enter into these 
arrangements becomes even 
stronger as evaluation monies 
from other sources become.harder 
to find. 

The relationships cari be of 
every type as stated above. Of 

.some concern are the requests to 
evaluators and advocacy group 
members to be on advisory 
boards, sometimes paid, of 
organizations bidding for public 
contracts.· In addition, . . . 
national ·companies may ask an 
evaluator to work with th~m in a 
part of the country other than 
one's home state. One may also 
be asked to participate in 
conferences sponsored by these 
groups. 

3. Advocate Group, 
stakeholder ·Collaborations. 

. Advocate organizations have 
traditionally done a very poor 
job of collecting data or 
conducting evaluations. They 
have often relied on anecdotal 
information or member case 
examples to support their 
program critiques·and positionso 

As the above trends 
continue and as data drlven 
assessments of outcomes and 
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·/other areas· become more 
important, advocates will find 
it more difficult to rely on 
soft information to support 
their positions. They need to 
enter the evaluation process by 
collecting sound data, by 
funding evaluations, by 
providing in-kind services to 
evaluators such as mailings and 
recruitment of persons to 
interview, or by having an 
informal relationship such as a 
sharing.of information, presen-
tation, or discussion of 
research results to their 
members. 

some groups represent 
providers which people feel 
biases one towards them, but not 
toward consumers. '.This is a 
view that most of these groups 
would vehemently disagree with. 
Others more d~rectly repr•sent 

· consumers. The danger is that 
each group, too, has biases 
which can lessen objectivity and 
brqad acceptance of results. It 
is important that these organi-
zations as well as other 
stakeholders be as objective.as 
possible in the interest of 
service improvement. 

4. Federal Government and 
Foundation Funding of State and 
Local Programs'and Issues. 

· A majo~ source of 
evaluation/research money 
especi~lly for large institu-
tions has.been federal or 
foundation research money on 
clinical or ·service issues .. · 
These monies may come directly 
from the f~deral government or 
may come through one of the 
above chann~ls. · 

The amount of risk and· 
effort needed to get these 
contracts are ·large as are the 
odds of successfully getting 
direct contracts. Traditionally 
very methodologically rigorous 

research designs were needed 
which often were difficult to 
create for state programs. The 
length of time to successfully 
complete the application process 
and the research is often long 
and changes are currently 
occurring at a rapid rate. 

Federal funds especially 
are shrinking and in the fall 
1995 budget process are at great 
tisk.' However, efforts appear 
underway -in Washington to 
require some federal oversight 
as a quid pro quo.of passing· 
authority to the states. These 
studies provide more indepen-
dence than state funded studies. 
These studies have a grea-t;er 
opportunity for national impact 
and broader professional 
recognition .. 

5. Direct Provider 
·Evaluation, Consultation • 

. Agencies who contract with 
states or private MCOs increas~ 
ingly have a need for evaluation 
assistance. Helping these 
groups is a critical and impor-
tant need .. However, one must be 
careful of the potential for 
conflict of interest if one is 
also evaluating their funding 

.sources. 
' 6. Conferences and Similar 

Activities. · 
. Evaluators, researchers, 

and faculty need conferences, 
seminar presentations; guest 
teaching, and oth·er similar 
activities to disseminate their 

.work so it will have an impact, 
to·network with colleagues, to 
keep up with their fields, to 
publicize their organizations, 
and to build up their resumes 
for tenure review. Funding for 
these presentations_is occas-
sionally included (sometimes 
partially), commonly in the form 
of free conference admission (a 
major cost), but often not 
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present. They are an important 
component of evaluation 
activities. 

7. University or Self-
Funded. 

Universities~can sometimes 
provide small research stipends 
to faculty. More importantly, 
they can provide indirect 
services such as research 
fellows or interns·a:nd many 
support services. such studies 
are potentially the most 
independent. They .are also 
limited in scope by the avail-
able resources and thus are 
potentially at risk over time. 

Individuals can also fund· 
work themselves or can pay for 
parts of projects such as 
reports by selling them for a 
small fee. These also have the 
advantage of independen9e and 
the ~isadvantage of very limited 
financial and time resources. 
They are ways of stretching 
scarce dollars. 

A Needed Niche 
In addition to large scale, 

multi-year studies there is a 
real ·need and 'a niche for 
researchers who: are both 
academic and practical, praca-
demics; Qnderstand the political 
aspects and consequences of what 
they are seeing; can analyze the 
business as well as the public 
interface and issues raised; are 
advocates; are comfortable. and 
committed to working with 
consumers; are both process and 
outcomes researchers; are most 
knowledgeable about the state as 
compared to the federal ~~vel; 
understand how to be both 
evaluators and consultants and 

· maintain one's integrity and 
independence in this process; 
know how to conduct evaluations 
that give value to purchases 
including low costs; believe in 
collaboration andteamwork; are 

committed to training future 
managers and policy makers in 
evaluation. . . 

. , As the revolution in health 
care and social service delivery 
continues, we need to work 
together to ensure that these 
types of evaluations are 
developed and supported. If so, 
we may have a greater potential 
for new opportunities to emerge 
out of the current crisis, and 
consumers and clients·· may. 
improve rather than deteriorate 
as many advocates fear. 

Movement Leadership 

. Sara Watson 
Bonnie O'Day 

Introduction 
"Leadership.positions in 

the disability field should be 
held only by people with 
disabilities" has beeri the credo 
of the disability rights 
movement for the last twenty 
years. Discussions of this 
topic have·attained prominence 
on national conference agendas 
including the Society for 
Disability Studfes. While these 
discussions are necess~rY. and· 
healthy for any.civil .rights 
movement, they·often lead to 
feelings of discomfort, or even 
hurt and anger. · 

The following two essays 
were written in an attempt to 
bring focus to the discussion, 
and to continue.the dialogue 
begun at the 1995 sos· 
conference. The first essay is 
by Sara Watson, a prominent 
disability policy researcher, 
writer and advocate without a 
disability who has moved away 
from the disability profession 
because of these -conflicts. The 
second essay is written·by 
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Bonnie O'Day, a national 
activist with a disability 
whose personal experience has 
caused her to reflect upon this 
issue. 

TABS in the Movement 
One of the most fundamental 

messages of the disability 
rights movement has.been the 
need for people with 
disabilities to assume control 
over the programs and·policies 
that affect their lives. For 
too long·, services for people 
with disabilities have been run. 
by non-disabled people and 
people with disabiliti~s have 
rightly rebelled against 
centuries of being told what to 
do.and what is best for them by 
people who have not "been 
there." As long as people with 
disabilities face discrimination 

profession or movement. We have 
been told that our only 
appropriate role is to train 
people with disabilities to take 
our place and then step aside. 
One disabled activist warmly 
praised my writings - and then 
was shocked and wanted to take 
back his comments when he found 
out I was not disabled. Most 
job openings at disability 
advocacy organizations either 
_formally or informally require 
the person to have a disability. 
In 1992, the associate sports 
director ai Paralyzed Veterans 
of·America was fired from his 
job - not for poor performance, 
but because he was not disabled. 
At a recent conference of the 
society for Disability studies a 
non-disabled. government 
statistician - one of the 

and unequal status, we will need 
role models with disabilities, 
leaders who can represent·the 
disability experience, and 
opportunities inside the 
movement that balance the lack 
of opportunities on the outside. 

But here is ·the rub. What 
does that ~ean for the non-
disabled professionals who 
believe in the disability rights 
message with all our heart and, 
who want to devote our lives to 
this cause? Should we ·be 
satisfied with behind-the-scenes 
work?. Will we ever reach a 
point at which opportunities are 
so widely available to all that 
people with disabilities can be· 
mathematicians and non-disabled 
people can be leaders of 
disability organizations? Does 
anyone want to reach tha~ point? 

·These questions have no easy 
answers; this essay raises them 
for the sake of open dialogue. 

·Non-disabled professionals 
are often told that we have no 
place in the disability 

founders of the Society - was 
derided for daring to 
participate on a panel on 
disability studies. Why should 
she and other non-disabled 
professionals give thousands of 
volunteer hours to disability 
organizations, only to be 
publicly scorned and rejected? 
Many appreciations of Wade Blank 
took the tone of "He w~s pretty 
good - for a non-disabled guy." 
What do writers and .speakers 
mean when they use "we" in terms 
of the disability community? If 
you have a disability but do not 
support disability rights, do 
you qualify? Would you. rather 
have a non-disabled supporter in 
office; or a disabled opponent? 
Voteis with disabilities may 
face this choice in the 1996 
presidential election: choosing 
Robert Dole who has a disability 
himself or Bill Clinton who, 
according to many disability 
advocates, stands for more 
pro-disability policies. 

I have a sister with 
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multiple disabilities. Should I 
have to parade my sister'$ 
medical history in order to make 
a speech about my research on 
disability? (One advocate 
pinpointed the problem by 
observing, "~he's your sister, 
not your passport.") Yes, 
watching her struggles gives me 
a personal fury - but I would be 
just as dedicated under other 
circumstances. 

Comparisons to other 
movements of course spring to 
mind - should men be allowed to 
work in NOW, whites in the 
NAACP? . Can men teach clas.ses on 
feminism or wh!tes on ~acism? 
Should women's organizations 
work to elect only female 
officials or feminists of either 
gender? In a. 199·4 column, 
William Raspberry made this 
observati9n about the African-
American civil rights movement 
that has direct parallels to 
ours: "One of the hallmarks. of 
the 1960s civil rights movement 
was the massive involvement of 
whites working alongside ·blacks. 
Relatively few whites are 
intimately involved today, 
though the problems are at least 
as severe. The difference: in 
the 1960s, the blacks who led 
the movement made sure that 
whites had a role in if, whether 
as fund-raisers, as activists.or 
as lobbyists. Today's leaders 
often offer whites a single 
role: that·of villain. Not 
surprisintjly, few are applying." 
Will we get to that point? 

In.sum, should physiology 
be destiny b_y either side of the 
coin? Should we be moving 
toward a society in which both 
of these are true: people with 
disabilities are free to be 
economists and· police officers 
just as people without· 
disabilities should be able to 

pursue a career in disabiiity 
activism if that is what. they 
believe in? Does not the 
movement gain by having people 
without an obvious connection to 
disability champion its cause? 

And if we say that people 
without .disabilities can take. 
only low-level·jobs but no 
leadership positions, how can we 
expect to attract good people, 
knowing there is a rigid - and 
fairly low ceiling? 

As I said, there are:· no 
easy answers. I support the 
movement with all my heart. But 
I am just trying to figure out-
our place in the universe. An 
open dialogue is better than the 
paipfully repressed feelings 
that are.locked inside so many 
people in the movement. What do 
you think? 
Sara Watson 

The Other Side of the Coin 
As a disability rights 

advocate and a long.;..time 1.eader 
in the independent living 
movement, I have strongly 
believed ·that only people with 
disabilities should be hired for 
leadership positions in the 
disability rights crusade. 
Until recently, I also believed 
that people with disabili~ies . 
were best suited to teach 
courses. in disability or conduct 
disability research. Only 
recently have I come to question 
these c_onvictions •. 
. I obtained my B.S. degree 
in Social Work in the mid'-1970s. · 
Although social work jobs were 
relatively plentiful, I spent 
over two years seeking 
professional work. While· I was 
willing to consider disab,ility-
related positions, my goal was 
to find a social.work job in ·a 
non-disability field. I faced 
the gamut of prejudice - from 
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illegal interview questions to 
outright hiring discrimination -
based upon my visual impairment. 

was especially angered when I 
was not hired for a disability 
education/advocacy position 
based primarily upon my 
inability to driveo 

I finally·was hired as a 
liaison to the disability 
community by a transit 
authority. The organization was 
specifically seeking a person 
with a disability for obvious 
reasons, but I also felt 
qualified for the position in 
other respects. I subsequently 
became the executive director of 
three centers for independent 
living at which people without 
disabilities were barely V 

considered as potential 
applicants for the position. 
These organizations could have 
found someone with a higher 
degree of management and 
financial· experience, but my 
advocacy background and ability 
to climb a steep learning curve 
made ·me a strong and competent 
director at all three centerse 

Looking backward, I 
· understand that my disability 

gave me a heightened awareness 
of advocacy issues, increased 
credibility with policy makers 
and funding sources, ·and the 
opportunity to demonstrate the 
capabilities of people with 
disabilities to the general 
public. I appreciate the 
opportunities I have had to work 
in disability related positions, 
but I now understand that · 
acceptance of that first 
disability liaison job "pigeon-
holed" me into a disability 
career. A disability-related 
career is, of course, no less 
honorable than a career 
unrelated to disability. 
However, it is the lack of 

choice in the matter, the number 
of people with disabilities who 
seem to be restricted to these 
positions, and the public 
attitudes about a disability-
related career that are 
problematic. When I was 
director of a multi-million 
dollar independent living center 
with over thirty employees, the 
most common public opservation I 
heatd was "You must be a real 
inspiration to your clients!" 
While I never internalized these 
messages, I.well understood that 
I was hired not because I was 
the most qualified applicant, 
but because I was the most 
quaiified of the ·applicants with 
disabilities,. 

Now that I have moved to an 
academic/teaching career, the 
emphasis upon hiring people with 
disabilities for disability 
studies research and teaching 
positions has become even more 
problematic for me. As I seek 
positions in this field, my 
research and policy experience 
seems less relevant than my 
personal experience with 
disability .. For example, a 
reviewer 6f a r,cent application 
for funds to conduct research on 
Personal Assistance Services 
(PAS) chided me for not 
mentioning my disability, even 
though I had carefully.detailed 
my experience directing and 
researching PAS programs in my 
application. I am not a PAS 
user, so my personal experience 
with disab~lity did not seem 
relevant. If I were .a PAS user, 
should this have been a 
consideration in the 
application? I think not. 

My employment opportunities 
are probably no greater outside 
the disability field than.they 
were back in·the 1970s when I 
first sought work, but personal 
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experience with disability is 
less relevant to research and 
teaching than to front-line 
advocacy positions. Teaching 
and research should not be based 
upon personal experience and 
anecdote, but upon knowledge of 
the field, understanding of 
issues~ some of which can come 
from personal experience - and 
mastery of research techniques. 

Those of us who have 
disabilities receive messages 
every,day that we are not as 
competent, cannot be as 
independent, and are not as. 
capable as otherso We must 
engage ·in a daily struggle not 
to internalize these societal 
stereotypes. As the emphasis 
upon hiring people with 
disabilities becomes stronger, 
many of us are confronted with 
self-doubt as we ask ourselves 
the question, "Am I being hired 
for my skills or my disability? 
Am I being held to the same 
standards as my cohorts without 
disabilities?" 

Equal employment 
opportunity means considering 
applicants with disabilities 
based upon the same criteria as 
those without disabilities and 
providing reasonable 
accommodation for them to 
perform the essential functions 
of the job. Even affirmative 
action, probably the most 
appropriate model for disability 
~tudies and research programs, 
entails only the establi~hment 
of goals and timetables for the 
hiring of dis~bled applicants or 
giving an applicant with a 
disability the edge if two 
people are equ~lly qualified. 

The disability field as a 
whole should have good 
repre~entation of people with 
disabilities and people without 
disabilities, especially those 

with a progressive advocacy 
agenda, should be allowed to 
play leadership roles. -The 
public stigma (and the pers·onal 
doubts about our own 
competitiveness) faced by those 
of us with disabilities in 
leadership roles will never be 
completely eradicated as long as 
those positions are earmarked as 
"disability only". What do you
think?. 
Bonnie O'Day 

. Please feel free to respond 
by e-mail to Sara Watson at · 
hn3125@hantsnet.org or to Bonnie 
O'Day at oday@tsbbs02.tnet.com 
on Internet. 

A Critical Review of ADA 
Implementation Studies which 

Use Empirical Data 

David Pfeiffer 
Suffolk University 

Boston, MA 02108 

There exist many stqdies of 
the ADA, but the overwhelming 
number discuss its potential 
impact and explain key concepts 
without basing their conclusions 
on empirical data. West (1991) 
contains a number of excellent 
chapters by capable scholars on 
varioµs aspects of the ADA and 
what can be expected. Other· 
works discuss who is covered, 
what can be asked of people with 
disabilities in employment 
interviews, what standards 
exist, what is an accommodation, 
what effect the ADA will have on 
various things, and similar 
important questions. (Kelly & 
Alberts, 1990; Parry, 1990a; 
Postal & Kadue, 1991; Powell, 
1991; Arney, 1992; Davenport, 
1992; Wilson, 1992; Altman & 
Barnartt, 1993; Blackwell, 1993; 
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Blanck, 1993; Pfeiffer, 1993, 
1994a, 1994b; Cozzetto, 1994; 
Mccrone, 1994; Slack, 1995; Pati 
& Bailey, 1995; Blanck, Wallach, 
& Tenney, 1995) Galanos & Price 
(1992) and Levitan & Pfeiffer 
(1992) focus on the future 
effect of the ADA on state and 
local governments, but are not 
empirically, based studiesu 

Johnson (1992) presents 
information on how to comply 
with the ADA inexpensively and 
with a minimum of difficultyc 
Hill (1992) compares the 
requirements of Section 504 and 
the ADA on colleges and 
universities finding that the 
ADA reflects the requirements of 
$ection 504.· There is also a 
concerted attempt to bring the· 
study of disability policy, 
including the ADA, into the 
mainstream of policy analysis. 
(Watson, 1993a; Watson & 
Pfeiffer, 1993 & 1994) 

Using documentary evidence 
Bishop & Jones (1993) concluded 
that there is a good possibility 
for a succ~ssful implementation. 
of the ADA. They saw only three 
potential barriers to success: 
(1) lack of sufficient budgetary 
funding for the enforcement 
agencies; (2) lack of coopera-
tion between enforcement 
agencies; and (3) adverse, 
narrow construction of key terms 
by the courts. Any and all of 
these problems would, obviously, 
impact the implementation of the 
ADA in a negative way. 

Haller (1995) is a good 
example of a study using 
empirical data, but not looking 
at implementation. She carried 
out a content analysis of 719 us 
elite newspapers, news maga-
zines, news photographs, and TV 
network news presentations about 
the ADA. Among other things she 
found that the idea of the ADA 

as a civil rights act was making 
headway in the media, but that 
the stories also included nega-
tive social norms by focusing 
upon up front costs and not long 
term savings. As a civil rights 
story the media were usually 
unable to present people with 
disabilities as medical cases or 
super.human. However, the media 
did focus mainly on white middle 
class persons who were. visibly 
disabled. 

There are a large number of 
other publications on the ADA 
including books, articles, and 
pamphlets. However, none of 
them use empirical data to 
discuss the ADA and its imple-
mentation. They are excluded 
from this review. 

There are 35 studies which 
use empirical data to evaluate 
the implementation of the ADA. 
In addition there are two 
studies (Blanck, 1995; Worthing-
ton, 1994) summarizing other 
studies by the same author and 
there are nine studies which 
share data bases. In the latter 
case· three studies use the same 
data base as three other· studies 
and have practically the same 
findings: Blanck (1991) with 
Blanck (1992), Blanck (1994Q) 
with Blanck (1994c}, and Buys 
(1994) with Buys & Fried (1994). 
In another case two articles are 
preliminary reports of a third 
study: Pfeiffe~ & Finn (1995) 
and Finn & Pfeiffer (forth-
coming) are preliminary reports 
of Pfeiffer & Finn (forth-
coming). 

The evaluations can be 
divided into (1) studies which 
primarily interviewed people 
with disabilities, 7 studies; 
(2) studies which interviewed 
employers who were mainly in the 
private sector, 12 studies; (3) 
studies which interviewed 
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representatives of organiza-
tions, 2 studies; (4) studies 
-which focused upon federal, 
state, territorial, and/or local · 
governments including transpor-
tation authorities, 9 studies; 
and (5) a few other miscella- · 
neous works, 5 studies. Some of 
the studies are substantial and 
some less so. 
People with Disabilities 

BlancK (1991 & 1992) 
represent the earliest of these· 
studies. :He concentrates on 
employment of ·persons labeiled 
mentally ·retarded, but he writes 
that his findings are about all 
persons with disabilities. Both 
studies suffer from a devasta-
ting problem. out of a large 
sample ot 1255. people in 1990, 
64%·of them live in an insti-
tution and 34% are not employed. 
Of the 1990 sample, 58% ar~ in 
sheltered employment and 5% are 
in supported employment.· Only 
52 persons (4% of the sample) 
are competitively employed, but 
only 38 of them (3% of the 
sample) .live in the community.· 
To attempt to generalize about· 
the implementation of the ADA in 
regard to employment on the 
basis of a sample so heavily 
institutionalized and with so 
few competitively employe~ is. 
pointless. Furthermore, in 
Blanck (1991 & 1992) there-is 
only a description of the sample 
and a discussion of what 
problems might arise which could 
be addressed under the ADA. In 
his 1993 sample (Blanck, 1994b & 
1994c) the number· employed in · 
competitive employment up 
slightly to 63, but it is still 
not a sufficient number for 
meaningful conclusions. 

In Blanck (1994c), which is 
summarized in Blanck (1995), he 
begins to identify his sample 
(now n = 1110) as people with 

mental retardation and ceases to 
imply that his results cover all 
persons with disabilities. He 
finds some improvement in living 
arrangements, employment status, 
and income and presents a model 
for further research. His 
findings, using that model, are 
that adaptive skill levels 
(along with some other in~epen-. 
dent variables which contribute 
very little) are the best. 
predictor of employment status 

· (R square= 0.32) and income (R 
square= 0.46) with incom~ 
including wages, SSI, and Social 
Security payments. He couches 
his findings with proper caution 
and points to their limitations 
giv.en his sample and his methods 
of measurement. Nevertheless, 
his "research model" is rela-
tively simplistic when compared 
with models used by econo~ists 
in studying the same phenomena. 
His finding that adaptive- skill 
levels are the best.predictor of 
employment status is not 
unusual. Fina'ily, the inclusion 
of SSI and Social. Security 
paym.ents. in the respondents' 
income level confuses his-
conclusions. . 

. Dichotomizing his sample 
into nonintegr~ted (unemployed 
and working in a sheltered. 
workshop) and integrated (sup-
ported employment and compe-
titive.employment) he finds a 
statistically significant: 

. difference (chi square proba-
bility< 0.001) between the 1990 
and 1993 employment status of 
his sample members. Although he 
does not calculate it, .the table 
has a gamma of 0.61 which indi-
cates a moderate shift toward_ 
work integration in 199~-- Ip 
summary, .Blanck (1991, 1992, 
1994c) has a limited sample and 
model for the study of a complex 
phenomena. ~is findin~s ar~ 
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interesting, but his contri-
bution is primarily in being 
among the earliest to use 
empirical data on the implemen~ 
tation of .the ADA. 

Louis Harris and Associates 
(1991) surveyed the ~eneral 
public (n = 1257) on attitudes 
toward pe6ple with disabilities. 
In the survey questions were 
asked about the ADA. when asked 
if they knew of any recent laws 
to protect the rights. of people 
with disabilities, only 18% (n = 
238) answered yes. Of this 
group, however, 64% knew it gave 
protection in employment, 49% 
knew it required reasonable 
accommodations, and 73% knew. 
that·when new buses were pur-
chased they had to be acces-
sible. Returning.to the ilarger 
sample, 95% supported the prohi-

. biti9n of employment discri-
mination based on a disability, 
83% supported reasonable accom-
modations in the workplace, 93% 
supported accessibility being 
required in new vehicles, and 
96%·. supported public accom-
modation access. And they 
supported any cost associated 
with the ADA with 89%.saying 
that it was worth it. These 
results indicate that the 
general public supports the 
purpose of .the ADA and its 
implementation. · 

The National organization I 
on Disability commissioned Louis 
Harris and Associates to carry 
out a telephone survey of a 
sample of people with disabi-
lities. (N.O.D •.•• , 1994) When 
asked 42% of their sample (n = 
1021) said that laws to give 
more protection to persons with 
disabilities were passed during 
the previous four years 
indicating only a moderate 
awareness of the ADA.' When 
asked if they had "heard or 

read" anything about the ADA 
only 40% (n = 411) said yes. 
These figures are a drastic 
increase from the ·1s% of the 
general public who responded yes 
in the 1991 survey by Louis 
Harris and Associates. (Louis 
Harris and Associates, 1991) Of 
the 411 who had heard of the 
ADA, 35% said it would make . , 
their life better and 49% said 
it would make no difference. 
One percent said it would make 
their life worse and t5% were 
not certain. Since knowledge of 
the ADA among pe'ople with 
dis~bilities can.be an indica-
tion of successful implemen-
tation, it can be concluded that 
.the education and training 
activities conducted between 
1991 and 1994 had some limited 
impact • 

In another study ~sing a 
sample of people with disabi-
lities McGaughey, Foley, & Ard 
(1994) used a mail survey and 
results from an· electronic 
bulletin board sponsored by the 
World Institute on Disability. 
Their sample size was 334. A 
high number (98%) reported that 
they had heard.of the ADA and 
68%, were active in some type of 
ADA related activities. Of 
those who reported that.they 
were employed (61% of the 
sample) a job accommodation was 
received by 75% of them. Many 
of the respondents thought 
things were getting better due 
to the ADA while a fair number 

. of them had personally 
experienced discrimination. For 
this group the impl~mentation of 
the ADA had brought some 
results. 

Pfeiffer (1996) presents
the grass.roots view of the 
implementation of the ADA. He 
reports that the overwhelming 
majority of persons with a 
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disability on the grass -roots 
level feel empowered by the 
passage of the ADA. They would 
strongly oppose any effort to 
weaken or repeal it. However, 
there is a vocal minority who 
feel it is a sham and will make 
no difference in their lives. 
These findings indicate that·on 
the grass roots level the ADA is 
viewed as being in the process 
of implementation. 

The National Council on 
Disability.held hearings from 
February-to June of 1995 in all 
fifty states, the District of 
Columbia, and the·virgin 
Islands. (National Council on 
Disability,- 1995) On the basis 
of the testimony heard the . 
National· Council reported that 
due to the ADA there is greater 

·access to the physical environ-
ment, there is increased access 
to employment opportunities, 
there is easier communication, 
and there is easier mobility. 
The costs of these changes were 
moderate and 'the compliance was 
primarily voluntary. They 
concluded that the ADA has 
enhanced the self-image of 
people with disabilities and 
made positive changes in us 
society. Again, there is 
beneficial implementation 
happening. 

In U.S. General Accounting 
Office (1993 & 1994b) part of 
the data consists of responses 
of people with disabilities to a 
mail survey. These two studies 
are discussed in the next 
section. 
Em:gloyers 

In preparation for the 
effective date of Title I, Buck 
Consultants (1992) did a nation 
wide·· survey of employers with a 
sample size of 385. They found 
a 44% favorable reaction to the 
ADA with a 20% unfavorable 

reaction. When asked about the 
effect of the· ADA 47% said there 
would be no effect on their 
company, 18% said it would hurt 
them, and 10% said it would help 
them. As the size of th~ 
company increased the percentage 
replying "no.effect" dropped 
while the percentage of "hurt" 
and "help" increased. Using a 
scale of one (lowest) to five 
(highest) 80% of the companies 
rated themselves in categories 

·three and four on unders~anding 
of the ADA and· 74% rated.them-
selves in categories three and 
four on preparedness to comply 
with the ADA. They also ·found a 
high percentage of companies had 
taken steps to prepare for the 
ADA with 74% having designated 
an ADA compliance official, 61% 
having reviewed or modified 
their employment application, 
and 68% having provided or 
planning to prov!de disability 
awareness trainirig. Private 
sector employers appear~d to be 
prepa_ring for the implementation 
of· the ADA in a optimistic 
manner. 

The United Cerebral Palsy 
Associations. (1992 & 1993:) 
surveyed business firms in 19 
locations( in 1992 and· 15 loca-
tions in.1993. In 1992 they 
found that 74% of the firms . · 
reported that their human 
resource personnel and manage-
ment staff received· ADA 
training. Di~ability awareness 
training was provided to 
employees in 51% of. the firms. 
Job descriptions wer~. reviewed 
or changed to identify essential 
job functions-in 68% of the 
firms and 65%·had designated an 
ADA compliance officer. 

In 1993. the United Cerebral 
Palsy Associations survey 
expanded. to cover public , 
accommodations which includes 
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many work places such as 
restaurants. Of the places 38% 
were determined to be acces-
sible, 56% were basically 
barrier free, 4% were seen as a 
place where mobility limited 
persons could maneuver, and 1% 
were not accessible. However, 
only 55% had provided ADA 
training for their human 
resource personnel and manage~ 
ment, down from 1992. The 
number providing disability 
awareness training· was 48% which 
was close to the 1992 number. 
People with disabilities were 
hired by 45% of the firms. 
Although these two studies are 
not representative samples of a 
population·with known para-
meters, they are indicative that 
the implementation of the ADA is· 
proceeding. 

The U.S. General Accounting 
Office (1993) visited 231 
randomly chosen businesses and 
government (state and local) 
offices in·January 1992 •. They 
found that most of them wer~ 
accessible. Each site was 
judged on as many· as 416 
different features and 67% of 
the features conformed to the 
ADA Advisory Guidelines. How-
ever, many of the owners and 
managers said they were not 
familiar with the ADA. Many of 
the barrier removal efforts were 
seen by the owners and managers 
as beneficial, but some were ill 
planned in. the judgement of the 
General Accounting Office. 

In addition, in this study 
the General Acc·ounting ·Office 
surveyed persons wlth disabi-
lities by mail with a sample of 
1,193 which they stated was a 
return rate of 64%. They admit 
that it is not a random sample 
since no hard data on the total 
population ·of persons with 
disabilities is available. 

Generally the mail survey 
respondents supported the 
conclusions .based on the,site 
observations. ' 

In another study by the 
U.S. General Accounting Office 
(1994b) a comparison was made of 
their January 1992 findings (231 
sites) with findings during 
August 1992 (322 different 
sites) and April 1993 (276_ 
different sites}. The mail 
survey was repeated and their 
January 1992 findings· (n = 1,193) 
were compared with their August 
1992 findings (n = 854) and 
April 1993 (n = 726). The mail 
survey findings generally sup-
ported their site observations. 

In this study (U.S. General 
Accounting Office, 1994b) it was 
found that the percentage of 
features consis,tent with the ADA 
Advisory Guidelines increased 
from 67% in January 1992 to 74% 
in April 1993, a slight improve-
ment.· The percentage of owners 
and managers who said they were 
familiar with the ADA increased 
from 69% in January 1992 to 95% 
in April 1993. The number of 
facilities in which a barrier 
was removed rose from 29% in 
January 1992 to 55% in April 
1993. Howeve.r, 50% of the 
facilities had no plan to remove 
any more barriers in the future. 
The report speculates that they 
may simply be waiting until, 
someone complains. It then 
concludes that although many 
barriers remain, businesses 
appear to be responding to the 
requirements of the ADA. 

Blanck (1994a) carries out 
an examination of pre and post 
ADA employment practices at · 
Sears including communications 
policy and information ~echno-
logy issues. With a data base 
consisting only of this one case 
the author infers that the 
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impact of the ADA on business is 
~volutionary and not revolu-
tionary, that universal design 
and not retrofitting fulfills 
the objectives of the ADA, that 

. education based on facts is 
needed, that companies can do 
best by fostering independence 
and providing meaningful 
opportunities, and that the ADA 
can provide a framework for 
resolution of disputes instead 
of litigation. His sample is 
both too small for generali- . 
zation and he does not deal with 
any failures within the company. 
His study is useful, however, to 
illustrate how accommodations 
can be carried out. 

Kregel & Tomiyasu (1994) 
used a sample of 170 randomly 
chosen employers in the Rich-
mond, VA, area. The employers 
completed the Scale of Attitudes 
Toward Workers with Disabilities 
and then answered a series of 
open ended questions. They were 
knowledgeable of (96%) and 
favorable toward (79%) the 
intent of the ADA. Less than 
one fourth of the sample 
supported mandated quotas. 
Previous employment experience 
with people with disabilities 
was reported by 73% of the ' 
sample and 88% of them found it 
a positive one. An accom-
modation was provided by 68% of 
the employerso An immediate 
family member or close relative 
of·working age with a disability 
was.reported by 37% and 66% 
reported having a friend who 
lived with a person with a 
disability. No cor~elation was 
found between attitudes measured 
by the Scale 'and the size or 
type of business,. their attitude 
toward the ADA, and satisfaction 
with prior experience .. A small, 
statistically significant 
correlation (r=0.24) was found 

between favorable attitudes 
toward the AD~ and people with 
disabilities. 

Lewis (1994) studied a 
sample of 94 companies in 19930 
He found no differences 
regarding attitudes toward 
people with disabilities when 
type of business was examined. 
Larger companies, he found, 
tended to be more positive in 
regard to recruitment, employ-
men~, ~nd the provision of 
accommodations. 

Worthington (1992), 
su~marized in Worthington 
(1994), surveyed 47 media 
companies by telephone. 
Awareness of the ADA.was found 
in 70% of the companies and 81% 
reported no compliance problems. 
No changes had to be made by 34% 
and 77% saw no financial 
problems for their company due 
to the ADA. Employees with 
disabilities were working in 24% 
of the companies. 

Worthington (1993), also 
summarized.in Worthington 
(1994), surveyed 31 aviation 
companies with 25 or more 
employees who hire professional 
pilots. Compliance was reported 
by 81% of the companies with 58% 
saying that compliance was not 
costly in terms of time and 

· effort and 55% saying that com-
pliance was not costly in terms 

rof dollars. There was no pro-
blem in complying for 35% with 
some additional effort for 39% 
and considerable effort for 30%. 

Again, these two studies 
indicate that compliance with 
Title I is happening. Imple-
mentation is proceeding. 

Buys (1994), and an 
expanded version in Buys & Fried 
(1994), studied 99 companies and 
found that the larger the 
company, the more informed they 
were about the ADAo The more 
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informed about the ADA the more 
likely they had modified.their 

: workers compensation practices. 
However, some of the smaller 
companies which were informed 
about the ADA had modified their 
workers compensation practices 
so there was no relationship 
between size and modification of 
the practices. This study shows 
that cQmpanies are moving beyond 
implementation to the effect the 
ADA has on other policies for 
the company. . · 

Louis Harris and Associates 
(1995) conducted a survey of 404 
top managers in the us. When 
asked if .changes should be made 
in the ADA 70% said keep it as 
is and 8% said strengthen-it. 
When asked about the costs of 
implementation ip the private . 
sector, 82% said they were worth 
it. When asked about the impact 
of the ADA on th~ir company, 76% 
said it had not impacted their 
financial performance and 80% · 
said it had not impacted their 
ability to produce high quality 
products and services. A 
positive:impact was·seen by 5% 
on their financial performance 
and 12% on their ability to 
produce high quality products 
and services. This study 
reflects the positive reaction 
the ADA implementation·so far. 
organizations . \Another early study of the 
implementation of the ADA was 
the National ·council on Disabi-
lity (1993). They conducted 
hearings and gathered infor-
·matiori from a number of sources 
about the implementation of the 
ADA. These sources included 
organizations from the disabi-. 
lity community, nonprofit 
organizations, covered entities, 
federal agencies with ADA 
responsibility, the media, calls 
on a toll free telephone line, 

and correspondence from persons 
with disabilities. They also 
conducted a two day hearing in 
Washingtoh, D.C., and another 
two day hearing in S~n 
Francisco. 

Some of the National 
council's major findings are: 
f~deral officials perf6rmed well 
in terms of their responsi-
bilities; people with disabi-
lities· are following the 
e:ducate, negotiate, and only 
then litigate strategy; trade 
associations have significantly 
tried to assist their members ·to 
comply with the ADA; many 
barriers still exist; there is a 
pressing need for information · 
and technical assistance; 
minorities with disabilities are 
under served by current efforts; 
persons with certain disabi-
lities are becoming frustrated 
with the implementation; there 
are gaps in the ADA; and 
additional research is badly 
needed. They recommend that no 
amendments. be made at this time 
to the ADA and that a research 
agenda be established. Their 
conclusion is that. the implemen-
tation of the ADA is a success •. 

Foley & Ard (1994) 
identified 44 trade associations 
linked to entities 9overed by 
the ADA and condµcted a tele-
phone survey of 32 of them. 
They report that 56% of the 
associations are very _involved 
in ADA activities, 41%.somewhat 
involved, and only 3·% not 
involved. Half of the associa-
tions reported that their 
members viewed the ADA in a 
positive iight while 12% (all 
small business associations) 
gave a negative view·. The other 
38% said that their members were 
neutral or that the association 
did not know how their members 
viewed the ADA. Collaboration 
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with disability groups was 
reported by 75% of the asso-
ciations and 50% had conducted 
ADA training sessions. Tech-, 
nical assistance was provided to 
their members by 60% of the 
respondents. This study 
illustrates the role of profes-' 
sional and trade associations in 
assisting a smooth implemen-
tation of the ADA. 
Governments 

In_ U.S. General Accounting 
Office (1994a) study was 
carried out on the implemen-
·tation of the ADA in public 
transportation. They visited 12 
transit agencies and surveyed 
474 updated paratransit p~ans. 
They uncovered some problems and 
uncertainties in the. ADA para-
transit requirements. In 
addition they c6ncluded that the 
cost estimates for compliance 
remain educated guesses. 
Generally, however, they con-
cluded that the ADA was being 
implemented. 

· Project ACTION (1994),used 
a sample of 410 transit 
personnel (customer service 
representatives and coach 
operators) from six urban· 
transit systems and one rural 
system and 194 selected.riders 
72% of whom reported that they 
had a-disability. The ~ample 
was used to study the attitude.s 
toward public transportation 
accessibility as required by the 
ADA. A majority of the transit 
personnel were male coach 
operators. The m~jority of 
riders were females employed in 
professional occupatioris. 
Transit personnel were more 
likely to agree that cost is a 
barrier to accessibility. 
Customer service representatives 
had a more positive attitude 
toward persons with disabilities 
than the coach operators. · Coach 

operators were concerned with 
the delay caused by boardihg and 
the tie down of wheelchairs. 
Riders agreed that accessible 
,transit equipment is not 
reliable and is poorly 
maintained. Neverthelessi ADA 
implementation in public transit 
authorities app~ar~ to be 
proceeding. 

Isemann (1995) used a 
sample'of six cities in 
southwest Ohio to investigate 
the implementati_on of the ADA_ by 
interviewing the ADA coordi-
nators in the cities. She then 
evaluated the implement~tfon on 
i scale using these factors: 
th~ organizational placement of 
the coordinator and his/her 
commitment; how the self-
evaluation was carried out. 
including whether an advisory 
committee existed; how essential 
functions of·each position was 
determined and whether or not 
·they were published; what 
reasonaQle accommodations were 
made and plans in the event of a 
request for one; and whether the 
city claimed an undue hardship 
to avoid compliance,·but· no city 
claimed undue hardship so it was 
dropped. She found· that the 
middle· -sized cities ( in terms o·f 
population).were more successful 
,than the larger and the smaller 
cities. 

She then ranked the cities 
on population size, whether the 
coordinator was in the planning 
department or not, whether the 
city had been in compliance with 
Section 504, whether the city 
employed people-with disabi-
lities, whether the coordinators 
were sensitive to the concerns 
of people with disabilities and. 
the intent of the ADA, and 
whether any people ~ith disabi~ 
lities served on the advisory 
committee. Again she found that 
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middle sized cities performed 
better and concluded that large 
cities have too many respon-
sibilities and small cities do 
not have sufficient resources 
for successful implementationm 
In addition prior compliance 
with Section 504, employment of 
people with disabilities, and 
inviting people with disabili-

. ties to serve on the advisory 
committee had great impact on· 
successful implemen-tation. ·The 
weakness of the study is that it 
is based upon only six cities 
located in a relatively small 
geographical location. 

In a survey of 91 adminis-
trators of community recreation 
departments in Michigan Wilson 
(1994) asked a number of 
questions relating to the ADA. 
She found that 66% of the 
respondents said that their 
mission statement reflected a 
commi~ment to serve people with 
disabilities, but only 20% had a 
person with a disability on 
their board or commission. ADA 
in-service training was held in 
58% of the agencies. She found 
that most of the administrators 
saw their departments as 
complying with the ADA, but 
there were concerns involving 
possibly offensive language in 
their publications. 

She found a low moderate, 
pos.itive relationship between 
staff knowledge and commitment 
with perceived compliance with 
the ADA. She found a .very low, 
positive relationship between 
administrative support, elected 
officials support, and community 
members support and perceived 
compliance. A similar low, 
positive relationship was found 
between budgetary factors ·and 
perceived compliance. No rela-
tionship or an extremely low 
relationship was found between 

perceived compliance and (1) the 
respondent's gender, educational 
backg~ound, field of study in 
their latest degree, and 
personal contact with a persons 
with a disability and (2) the 
population and household income 
of the agency's service area. 
It is important to note that she 
found implementation is 
proceeding in this sector of 
Michigan local government. 

Condrey & Brudney (1995) 
surveyed municipal government. 
personnel administrators in all 
us cities with a population .of 
50,000 or more during August and 
September of 1994. They had a 
response rate of 63% for a 
sample size of 334. They found 
that over 90% of all respondents 
obtained ADA related literature, 
attended a seminar on the ADA, 
and had appointed an ADA 
coordinator. over 80% had 
reviewed the ADA regulations, 
talked with the city attorney 
about the ADA, completed a self-
evaluation, and analyzed jobs 
with a reasonable accommodation 
in mind. Of the respondents 
42.5% had discussed the ADA with 
a lawyer specializing in labor 
lawc 35.9% had contacted a 
consultant about the ADA, and 
21.6% had called the Job 
Accommodation Network for 
assistance .. 

Although a substantial 
piece of work,rit is difficult 
to draw clear conclusions about 
the implementation of the ADA on 
the municipal level based upon 
these findings by Condrey & 
Brudney (1995). Only the 
appointment of an ADA coordi-
nator (if over 50 municipal 
employees) and the completion of 
a self-evaluation are required 
by the ADA. Ana'iyzing positions 
in order to determine the 
essential functions is recom-
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mended by the federal regula-
tions, but not required. The 
other variables measure the 
awareness and receptivity to the 
ADA on the part of municipal 
personnel adminis~rators. 
Nevertheless, they find con-
siderable activity by local 
government officials which 
indicates that.the implemen-
tation is proceeding. 

,They do present interesting 
data on what the personnel 
administrators perceive as the 
obstacles to the implementation 
of the ADA. They also present 
evidence that the ADA had an 
influence on the way in which 
positions were described, 
announced, classified, and on 
the recruitment procedures as 
well as on other personnel 

·policies. They found that over 
80% of the municipalities had 
made facilities accessible, that 
over 70% had held ADA training, 
and that ·many of them had taken 
other actions to accommodate 
workers with disabilities. All 
of this activity can be seen as 
evid,nc~ that the.ADA is b~ing 
implemented on the municipal 
government level. · 

The Massachusetts Office on 
Disability (1995) surveyed· ·the 
municipalities in the state 
receiving responses from 231 of 
the 351 cities and towns, a 66% 
rate of return. In some cases 
they compared the local 
government's response to their 
answers in a 1988·survey thus 
indicating a pre and post.ADA 
situation. For example, in 1988 
13% of the municipalities 
provided sign language inter-
preters upon request while in 
1995 it was 57%. In 1988.30% 
had a TTY in the police station· 
while 60% did in 1995. In 1988 

- 23% had a TTY in the fire· 
station while 50% did in 1995. 

A commission on disability was 
found· in 32% of the munici-
palities in 1988 and 47% in 
1995. a·ut holding. public· 
meetings in accessible sites 
declined from 86% in 1988 to 82% 
in 1995 even though accessible 
town halls grew from 44% in 1988 
to 57% in 1995. Other 1995 
findings were that 77% of' the 
municipalities had an ADA 
Coordinator, 67% had completed 
their self-evaluation pla~ with 
22% in the process.of finishing, 
and 52% had established a 
grievance procedure. 

While attempting to be 
definitive for the Commonwealth 
of Massachusetts this study has 
several limitations 1 including 
being limited to one state and 
having an accidental sample. 
Nevertheless, ·it is ample 
evidence that ADA implementation
is occurringo . 

Pfeiffer (1994a), using 
empirical data on budget~ and 
logical an~lysis, established 
that the ADA was not a costly, 
unfund'=!d man.date forced upon 
state and local governments by 
the federal government. I.tis a 
civil rights act which requi~·es 
(of state and local governments) 
no more than Section 504 of the 
Rehabilitation Act of 1973 

·required. In addition it is 
pointed·. out that funds did exist 
in the ·late· 1970s and early 
19.80s for these change~, but 
many.local governments refused 
to spend them for these 
purposes. This article strikes 
~t the heart of those persons· 
wishing to impede the 
implementation of the ADA~ 

West (1994) interviewed 
numerous federal officials and 
observers of th~ federal effort 
to implement the ADA. She found 
that the federal agencies 
responsible ~or implement~ng the 
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ADA have developed (generally) 
some effective proc·edures, but 
enforcement procedures·need to 
be improved. Within the federal 
government she foun_d a,number of 
political appointees with 
disabilities, federal employees 
with disabilities, and federal 
employees who are advocates all 
of whom have established a 
network to help implement the 
ADA. She found that there is 
the danger of the ADA falling to 
a lower -priority and the 
existence of multiple agencies 
sometimes confuses persons 
seeking relief .from 
discrimination. 

The most extensive study of 
_the implementation of the ADA on 
·the state, territorial, and 
local government levels is 
Pfeiffer & Finn (forthcoming). 
Parts of this study were 
reported in Finn & Pfeiffer 
(forthcoming) and Pfeiffer & 
Finn (1995). 

Pfeiffer & Finn (forth~ 
coming) ,have a sample.of 841 
local gove~nments and 47 state 
and territorial governments. 
Looking first at the local 
government·· level they find that 
65% of them had an ADA coor-

.dinator. The self evaluation· 
had been completed by 70% and a 
transition by 66% of them. over 
90% of the local governments had 
surveyed most of their public 
buildings for accessibility, but 
much lower percentages had pro- · 
vided a TTY for these locations. 

Almost two thirds provided 
a_sign language interpreter on 
request and had changed 
questions on their employment 
applications. Alternativ~ 
formats had been provided by a 
little over a third while almost 
half had provided an.alternative 
location for interviews. A• 
reasonable accommodation had 

been provided by 39%. 
Some 14% of the local 

governments· had faced an ADA 
complaint,, primarily in terms of 
employment. Almost all of those 
facing complaints had taken some 
action to resolve them. 

The most significant 
finding of Pfeiffer & Finn 
(forthcoming) is that ADA 
coordinators do make a ·1arge 
difference on the locai 
government level. contrary to 
anecdotal tales of the ADA 
coordinator having the sole job 
of keeping quiet people with 
disabilities, they do have a 
large positive impact on the 
implementation of the ADA. 

On the state and 
territorial government level 
Pfeiffer & Finn (forthcoming) 
found that 63% had some official 
responsible for the.ADA imple-
mentation and 78% had completed 
the self evaluation or were in 
the process of completing it. A 
transition plan had been 
compl~ted by 75% of the state 
and territorial governments. 

. ·Like the local governments 
a large percentage of the state 
and territorial governments had 
conducted an access survey of 
their public buildings.· A much 
higher percentage of state arid 
territorial governments had 
installed TTYs. Sign language 
interpreters were provided by 
98% of the state and local 
governments. over 90% had 
changed their application ques-
tions, provided material in an 
·alternate format, and provided 
alternative locations for intei-
views. A·reasonable accommo-
dation had been provided by 87%. 

ADA complaints had been 
received by 72% of the state and 
territorial governments and all 
but three of them had met with 
the complaining party. As with 
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local governments, 1 the largest 
category of complaint concerned 
employment. A reasonable 
accommodation was provided by 
78% and building modifications 
were provided by 75% of state 
and territorial governments. 

On the state and terri~-
torial level, the major finding 
of Pfeiffer & Finn (forthcoming) 
is that the larger the state in 
population, the greater the 
number of ADA implementation 
activities are be carried out. 

Pfeiffer & Finn (forth-
coming) also.provide statistics 
on the use of the EEOC manual, 
the DOJ manualj regional DBTACs~ 
and JAN. 

In U.S. General Accounting 
Office (1993 & 1994b) local 
government offices are surveyed 
along with pr~vate businesses. 
These two studies were discussed 
in the section on employerso 
Other studies 

Blanck (1994d) found that 
the largest number (20%) of ADA 
claims filed with the Equal 
Employment Opportunity Comm1s-
sion involve persons with back 
problem~· (primarily lower back 
pain). On the basis pf this 
fact Blanck (who teaches in a 
law school) comments that 

-medical professionals must be 
aware.of the rights of people 
with disabilities have, 
especially ~he ADA. 

Katrapati (1994) used data 
from congressional hearings, 
government· documents, and the· 
literature to study the costs of 
the ADA. While· there were-
implementation costs~ overall he 
found that it had a positive 
impact upon private sector 
companies. 

The Job Accommodation 
Network (Employers ••• , _1995) 
found that, on the av~rage, 
every·dollar a company spent on 

. I 

an accommodation resulted in a 
$30 saving. This finding is a 
powerful ·impetus for implemen-
tation of Title I of the ADA. 
They used a sample of over 
18,000 calls which .is only part 

· of their data base of callers 
seeking intormation about 
accommodations. 

McMahon, Shaw, & Jaet 
(1995) used a sample of 13,763 
complaints filed by 9,335, people 
with the Equal Employment .. 
Opportunity Commission (out of a 
total of 21,094 complaints filed 
by 12,677 persons from July 26, 
1992, to July 25, 1993) exclu-
ding complaints of retaliatory 
behavior, individuals with 
"other impairments,"·and 
disabilities involving less than 
300 complaints. They then ··". 
grouped.the disabilities into 
·thirteen categories. Sta~is-
tically significant proportions 
of -·types of disabilities were 
found for all types of cdm~ 
plaints except discipline~· 
suspension, wages, and promotion 
where the types of disabilities 
were close or the sam~ in 
proportion. The authors present 
the percentages for each 
category of disability and 
complaint. They find that 86.4% 
of the complainants were . 
employed. While acknowledging 
that their sample has problems 
because EEOC dismisses many of 
them, the authors conclude that 

. there is alot of Title I imple-
~entation activity and that the 
attitudes ·of supervisors and 
coworkers are still an obstacle 
to employment. 

· Procter {1995) is a 
qualitative study of attitudes 
toward public accommodation 
access in the three rural 
Montana communities with a 
population under 2,500. It is ,. 
the only study of Title III 
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exclusively. Based upon ten 
interviews from 15 to 90 minutes 
in length the author finds that 
small rural business owners in 
Montana agree that people are 
entitled to equal access, but 
they also agree that society at 
large (the entire country)· 
should pay for the changes. 

The conclusion which can be 
drawn from these various studies 
is that ADA implementation is 
underway.· There is considerable 
amount of implementation 
activity across the country. 
Generally it is being met with a 
positive response. Persons with 
disabilities feel empowered by 
the ADA. They wish the barrier 
removal was going faster, but 
understand the present pace of 
it .. 
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Book Reviews 

, ·Alpert, Merna J. The 
Chron.ically ·Disabled Elderly in 
Society. Westport, CT: 

Greenwood Press, 1994, 141 
pages, $49.95 hardcover. 

The last decade has seen 
limited but notable growth in 
literature on the social aspects 
of aging with a disability and 
The Chronically Disabled Elderly 
in Society is a welcome 
addition. Its-publication as 
No. 24 in the "Contributions to 
the study of Aging" series for 
which the noted gerontologist 
Erdman B. Palmore is advisor 
helps to advance recognition of 
disability as an increasingly 
common element of individual-and 
population aging. · · 

. A·lpert presents the central 
theme of the book as "the social 
complexity" of chronic disabling 
conditions. This theme is 
explored through a focus on how 
such conditions influence both 
the micro and macro aspects of 
social life and, .thus, the goal 
of community living. The main 
body of the text is comprised of 
.one chapter each devoted to 
three common categories of 
disabilities among older 
Americans - late onset cogni-
tive, hear_ing, and mobility 
disabilities. Examined for each 
are the effects 6n self, family, 
peers, activities of social 
functioning, service providers' 
professional functions outside 
of job limits, organization and 
institution activity, government 
programs, and health insurance •. 
Each chapter is enriched by case 
material drawn from diverse 
primary and secondary sources. 
The chapter on mobility disabi-
lity lacks separate. treatment of 
peers and professional functions 
outside job limits, a disap-
pointment in the opinion of this 
reviewer, since they are no less 
relevant than for cognitive and 
hearing disabilities, and an 
opportunity for cross-disability 
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comparisons is lost. 
The major purpose of the 

book is to increase awareness 
and knowledge of problems of 
family and societal living among 
older Americans with chronic 
disabilities. The author hopes 
to reach a diverse readership, 
including policy makers, 
politicians, administrators, and 
managers as well as educators 
and students. Her reminder that 
professionai responses to the 
proble~s-must be collaborative 
and interdisciplinary is well 
taken, as.is the point that they 
will require change in esta-
blished attitudes and practices 
of ed~cation, health care, and 
social service providers •. 

At a cost of $49.95, the 
.volume is probably too expensive 
to recommend -as a text for 
graduate courses in aging 
studies.or disability studies, 
though it could well serve as a 
secondary text. Most sections 
are carefully documented, but 
relevant literature since 1990 
is scarcely tapped. To the 
extent that this dates the book 
to the 1980s, it should be noted 
that all of.the attitudes and 
practices discussed as needing. 
change remain essentially 
intact. Included are 

)acknowledging an elderly client 
with a disability as an expert 
on the functioning of her or his 
own.body, limits on time spent 
with each client, work time 
permitted for linkage activity 
between client and service,. 
·attitudes of formal caregivers 
to the older person who has a 
disability, involvement of and 
support for family caregivers, 
and the escalating cost of care. 
(Jocelyn Armstrong, Rehabili-
tation Education, University of 
Illinois at Urbana-Champaign) 

Benton, Janice LaLonde, and 
Owen, Mary Jane. Opening Doors 
to People with Disabilities: 
Volume I: Pastoral-Manual. 
Washington, DC: National 
Catholic Office for Persons with, 
Disabilities, 1995, 215 pages, 
$14.25 softcover. (Available 
from the National Catholic 
Office for Persons with 
Disabilities, P.O. Box 29113, 
Washington, DC 20017.) 

In this, the first of a 
·two-volume set, authors Janice 
LaLonde Benton and Mary J~ne 
Owen of the National catholic· 
Office for Persons with 
Disabilities provide a compre-
hensive guide for those 
initiating a diocesan/parish-
based ministry for people with 
disabilities •. 

Rather than focusing on the 
details necessary for specific 
types of access needed to 
integrate people with disabi- . 
lities within the church, or a-
scriptural exegesis on di~abi-
lity .i,.nclusion, Benton and Owen 
have put forth a treatise 
designed to ground the inclusion 
of people with disabilities as 
depicted in the Roman Catholic 
Code of Canon Law and through 
pastoral statements, letters, 
and remarks from Church leaders. 

The strength of the.book is· 
that it provides a comprehen-
sive, practical, and useable 
overview of the "nuts and bolts" 
of initiating a ministry that 
attends to the dignity and needs 
of .people with disabilities. 
Significant chapters are devoted 
to the details of establishing a 
disability ministry within the 
diocesan framework and to 
dealing with Catechetical and 
sacramental issues as they 
regard access to people with 
disabilities. · 

Some readers from non-
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liturgical traditions may, at 
first glance, find Opening Doors 
to People with Disabilities to 
be too directly tied to the 
structure and issues relating to 
access within the catholic 
tradition for their use. 
However, this work is a very 
good example of how an 
authoritative volume utilizes 
church polity and statements of 
support by church leaders _to 
promote the growth of inclusive 
measures within the denomina-
tion. In this sense, it is one 
of the first volumes of its 
kind. 

In addition to the chapters 
described above, the authors 
also provide a· timely overview 
of disability statistics and 
their relevance to ministry, and 
a panoply of suggestions for 
starting a ministry to 
parishioners with disabilities 
that includes guidelines for 
everything from the responsibi-
lities and qualifications.of 
those directing disability 
ministries to setting schedules 
and budgeting. In·addition, the 
book contains a list of Catholic 
and advocacy-based resources 
,providing advice and guidance on 
~urthering the incl~sion of 
people with disabilities. 

The book suffers somewhat 
from a lack of examples or 
success stories that make 
concrete the end results of the 
inclusive endeavor. Telling 
examples could help highlight 
the impact not only on the 
individuals included through 
accessible worship and training 
opportunities, but also on the 
larger church. In this vein, 
the book also could have been 
strengthened by providing more 
information about how people 
w.ith disabilities seek to 
minister as w~ll as being 

ministered to. A very good, 
small section is devoted to 
people with disabilities and 
church vocations, but more · 
information and resources 
highlighting how people with 
disabilities can directly 
.benefit the leaders of local 
congregations could make a book 
such as this as exciting for 
them as for people-with 
disabilities. 

However, the weaknesses do 
not detract from the basic 
rationale for and strength of 
the book. Although the volume 
is specifically designed for 
catholics, those from other 
traditions would do well to pay 
heed to the broader intent and 
structure of this work. (Randy 
Davis, The Dole Foundation, 
Washington, DC) 

Diiulio, Jr., John J., and 
Nathan, Richard P. (Eds.). 
Making Health Reform Work: The 
View from the states. 
Washington, DC: The Brookings 
Institution, 1994, 179 pages, 
$29.95 hardcover, $11.95 
softcover o' 

A book on the implemen-
tation issues associated with 
the now-departed Clinton health 
reform proposal may be the 
embodiment of what people mean 
when they say, dismissively, 
"That's history." Even for 
health reform advocates who do 
not flinch at being called 
wonks, it is difficult to summon 
~p much enthusiasm for a 
discussion of the obstacles to 
creating regional health 
alliances, particularly during 
the current Gingrich-inspired 
reform era. Nevertheless, there 
is much in this edited volume.on 
state and local issues in health 
reform that is quite relevant to 
more recent discussions of 
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reforming government health care 
programs through transferring 
responsibility to the states. 

Each of the seven chapters 
in Making Health Reform Work is 
authored by one or more 
prominent academics with 
expertise in health policy and 
public administration. In 
addition to opening and closing 
chapters that lay out generic 
issues for implementing reform, 
there are specific discussions 

· of issues in establishing 
regional health alliances, cost 
containment and rate setting, 
maintaining quality of.care, 
health manpower, and implemen-
tation lessons from previous 
prqgrams.· 

The general tone of the 
contributed chapters is 

. cautionary, that confronting the 
labyrinth· of the American health 
care delivery system-with its 
intricate web of technological 
and professional realms and its 
myriad of well-organized 
political interests is a task 
for which mos~ state governments 
are unprepared and ill-suited. 
The authors present the imple-
mentation.of health reform as an 
incredibly complex adminis-
trative process that is both 
politically difficult.and 
dependent on management.and 
information systems that would 
be nearly impossible for most 
states to create in a timely or 
efficient manner. 

While the Clinton proposals 
have departed from the political 
agenda, laying out the · 
difficulties of implementing 
health reform at the state level 
remains highly relevant. Much 
of this volume will be of 
interest to those concerned with 
the intersection of health 
policy and public administra-
tion. However, a major 

shortcoming of the book is its 
use of the Clinton plan as the 
-starting point for its analyses 
and its assumption of a wqrking 
knowledge of that plan which few 
will now retain. On the other 
hand, the generic chapters on 
implementation, the chapter on 
health outcomes and quality 
care, and the -chapter on 
redirecting the medical work 
force from specialty medicine to 
primary care all remain timely 
and accessible to lay reader~. 

Despite this lingering 
relevance, readers concerned 
with a disability perspective on 
health reform will be disap-
pointed with this volume. 
Health issues of particular 
concern to the disability 
community are' virtually ignored, 
including home care and personal 
assistance, long-term care, 
access to insurance coverage for 
chronic health conditions, and 
reform of Medicaid and Medicare. 
Such omissions were character-
istic of 'the latter phase of the 
debate over the Clinton 
proposals, of course, and are 
all too typical of mainstream 
health policy analysis. Becaus~-
of them, however, Making Health 
Reform Work is of limited: 
assistance to disability 

·advocates or to disability 
researchers concerned with 
health care-reform. (Richard K. 

· Scotch, School bf Social 
Sciences, University of Texas at 
Dallas) 

Donaldson, Morag L. 
Children with Language 
Impairments: An Introduction. 
Lo~don, England: Jessica· 
Kingsley Publishers, 1995, 109 
pages, $19.95 softcover. 

Children with Language 
Impairments provides an overview '•'from a British perspective of 
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the nature of language_impair-
ments in children. The book· 
reviews several major British 
research· projects dealing with' 
incidence~and types of language 
impairments found in children as 
well ·as their impact on 
children's communication· 
abilities. Individual chapters 
are devoted· to categorizing . 
language impairments, assessment 
for intervention, and approaches 
to intervention. · 

The author differentiates 
between language, "a system of 

·arbitrary, conventional symbols 
used to convey meanings" (p. 
104), and communication, the 
sharing·or exchanging of 
feelings, ideas, information, 
and so on with other people. 
The sections on assessment, 
prognosis, and intervention 
attempt to outline the interplay 
between language -and cognition. 

In the references to 
assessment, the measures 
outlined are British or British 
ver9ions of American tests. 
While the assessment process
parallels that familiar to · 
American (and Canadian) readers, 
the ~ests·~sed and the classi-
fication systems would be 
unfamiliar to many persons 
out$ide the field of communica-
tion disorders. For example, 
the formal criteria used fa~ 
diagnosis in many instances in 
North America, particularly with 
respect to obtaining_funding for 
services (including direct 

.therapy), are outlined in the.. 
Diagnostic and statistical 
Manual - IV (DSM-IV), which is 
not mentioned. The British 
Ability Scales would not be 
familiar to most readers in the 
United states or Canada. 
Reference is made to tests more .. familiar to North American 
readers such as the Binet and 

the Wechsler Scales, but not in 
their most recent versions, 
which is surprising considering 
the publication date of this 
book. 

The question arises, will 
this physically "reader 
friendly" book be of use to a 
North American readership when 
the diagnostic instruments and 
the prevalence studies are 
~e·cidedly British? In terms of· 
the topics covered and the 
issues surrounding interventio_n 
for children with language 
impairment, the answer is yes, 
but it would not be a text of 
choice for someone just 
beginning in the field. 

current practitioners inr 
the field of communication 
disorders will find the sections 
on prognosis for educational 
achievement and behavioural 
difficulties uphold previous 
research findings and will 
likely serve to reinforce their 
own experience. What may be of 
additional interest to them.are 
the comments made in the book 
and the later tie-in with 
int.ervention techniques. The 
author· is a strong proponent of 
practitioners trying to blend 
their role as interventionis~ 
with that of researcher.in order 
to enhance knowledge of how to 
help children with specific
language impairments. 

Children with· Language 
Impairments is a handy tool for 
someone. on their way to a 
meeting·who requires a condensed 
outline of basic issues in 
assessment, current.intervention 
approaches, and discussion of 
concerns in working with , 
children who are experiencing 
difficulties with spoken 
language. The glossary is 
~onderful and a highlight of the 
book! The book mentions, but 
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does not cover in any depth, 
topics related to the communica-
tion difficulties associated 
with physical disabilities and 
the need for alternative or 
argumentative communication, 
communication for children with 
hearing impairments, and 
children with pervasive 
developmental disabilities, 
including autism. (Venta 
Kabzems, Education and Disabi-
lity Consultant, Edmonton, 
Alberta, Canada) 

Hey, Stephen c., ·and Zola, 
Irving K. .(Eds. ) • Course 
Syllabi, Experiential Learning 
Activities, and Other Instruc-
tional Materials for Teaching 
about Disability. Portland, ME: 
The Society for Disability 
·studies and The Edmunds. Muskie 
Institute of Public Affairs,. 
1995, 168 pages, $15.00 . 
softcover. (Available from 
Barbara Cary, ·The Edmunds. 
Muskie Institute, NCWRC, One 

: Post Off ice Square, P. o. Box 
15010, Portland, ME 04112.) 

· st~phen Hey and Irving 
Zola, two of the co-founders of 
the Society for Disability 
studies, collaborated on this 
volume. prior to Zola's untimely 
death on December 1, 1994. 
Fittingly, this book is· 
dedicated to the memory of 
Irving Kenneth Zola. 

This volume attempts t,o 
address three·major components: 

r (1) syllabi and.class activi~· 
ties; ( 2 ). articles, book chap-
ters, and agency publications; 
and (3)· bibliographies, sug-
gested reading lists, and 
personal publications. However, 
the latter two components 
consist of merely nine pages and 
prove to be inadequate in fully 
meeting these objectives. This 
volume would have been greatly · 

strengthened if the topic of 
course syllabi for teaching 
disability had stood alone. 

The obvious strength of 
this book lies in the wide array 
of syllabi drawn from various 
disciplines, although it should 
be noted that of the nineteen 
syllabi presented in this· volume 
only one focuses on women and 
disability and only one focuses 
on ·cultural contexts of 
disability.· This collection 
greatly simplifies the tas·k of 
creating a syllabi to meet oneis 
particular objective regardless 
of discipline or specific 
disability interests. The 
diversity of syllabi and 
bibliography lists sti~ulates 
endless po~sibilities for 
educators interested in teaching 
courses related to disability. 
An obvious need exists for text 
materials related to· this topic a 

Many of the reference materials 
are outdated but uieful, ~iven 
the existing void. 

Collaboration among· . 
educators within the disability· 
studies community could 
stimulate new texts· as. well as 
schoiarly articles on the, topic 
of disability studies. This 
book serves as a lasting 
remembrance of Irv Zola's legacy 
and his vision of disability 
studies. (Owen J. Logue, 
Director, New England Disability 
Business and Techhica.l Assis-
tance Center, The University of 
Southern M~ine, Portland, ME) 

Hockenberry, John. ;r-toving 
Violations, A Memoir: War 
·Zones, Wheelchairs and 
Declarations of Independence. 
New York, NY: Hyperion, 1995, 
371 pages, $24.95 hardcovere 

In this autobiography, John 
Hockenberry reveals to the· 
reader the complex tapestry of 
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life for a person who uses a 
wheelchair. The author uses his 
experiences as student, 
reporter, husband, and family 
member to deliberate on a number 
of controversial topics related 
to having a disability in 
today's world. His writing,. 
punctuated by honesty, humor, 
and outspoken frankness, unveils 
areas of thought about 
disability infrequently tapped. 
in the literature of others. 

Throughout his book, 
Hockenberry presents and 
discus~es private concerns and 
public themes ranging from 
extremely personal experiences 
and reflections to issues that 
are in the forefront of American 
public concern. The author 
artfully.weaves all the chapters 
of the book together to address 
issues of equality,·civil 
rights, disability, access, and 
stereotyping, among others. 
Hockenberry's sense of humor 
buffers the difficult material 
in such a way that the reader 
can both laugh and be_ thoughtful 
about the important and some-
times candid experiences raised 
in this sensitive narrative .. · 

Hockenberry is a news 
correspondent·who, at the age of 
19, was involved in a car 
accident which resulted in 
paraplegia. He skillfully uses 
his. experierices and those of his 
relatives to describe coming to 
terms with his disability in a 
climate of varying attitudes 
toward people with disabilities 
in the u.s~ Hock~nberry writes, 
"The Americans identify 'crips' 
by their diagnosis, insurance 
policy· and stereotypes of what 
is 'normal' and what is '1i10t 
normal'" (p. 35). To further 
edify how those without disabi-
lities·view life with a 
disability, he tells about 

people who naively ask if he has 
thought about suicide. Hocken-
berry suggests that "the 
experience of being in.a 
wheelchair would be more 
comprehensible to them" if the 
~nswer were "yes" (p. 77). Yet, 
bucking the American tide, 
Hockenbe.rry equates the 
experience of disabilit~ to · 
problem solving by reinvention, 
an experience to which he 
assigns ~divine attributes" 
rather than despair. 

Several powerful narrative 
examples come to mind which 
illustrate how Hockenberry calls 
upon his family's experiences 
and his own experiences as a 
reporter abroad to trace the 
history of attitudes toward 
disabilities over the past 70 
years. Hockenberry's grand-
father, Tom, who had lost an 
arm, was denied admission to the 

. Masons in the 1930's. After 
World War II, when loss of a 
limb in battle·became a symbol 
of heroism, the Masons contacted 
Tom to join their organization. 
He refused on the basis of the 
discrimina~iort that.he had · 
experienced only ten years 
earlier. Hockenberry also 
describes his Uncle Charles, who 
was born in 1936 with.phenyl-
ketonuria resulting in mental. 
retardation. Hockenberry 
queries how his uncle's ·life 
long institutionalization in the 
1930's resulted in a family 

. scandal whereas, today., there is 
management through a special 
diet for this condition. · "As 
each stereotype breaks down, it 
reveals a pattern of wrongs."·
(p. 89) ( I 

Hockenberry juxtaposes his 
experiences in the U.S. against 
experiences in other countries 
to highlight and analyze 
personal freedom and integrity 
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issues for individuals with 
disabilities in different 
cultures. Through his work as a 
reporter, Hockenberry introduces 
the reader to diverse ways in 
which disability is perceived 
throughout the world. Compared 
to other parts of the world, the 
United States does not fare well 
in terms of inclusion. Ameri-
cans with disabiliti~s must 
fight for their freedom and 
civil rights remain a battle-
field. "We know best how to 
fight to be recognized as a 
world power, but we haven't 
given much thought to what we 
would actually do in a free · 
society. The faces of the 
people trampled, left behind, or 
sacrificed to make us a super-
power are all still here •.. 
they have not been inclu,ded." 
(po ~51) Compared to the Middle 
East, where human beings provide 
access by lifting the wheelchair 
and its user to wherever the 
need might be, access in the 
U.S. "is always about architec-
ture and never about human 
beings" (p. 262). The author 
pictures disability in the 
Middle East as an obstacle 
similar to any of the others one 
might be expected to overcome. 
In the United States, however, 
disability is a cause for 
isol~tion. On assignment in 
Somalia, the author writes about 
an incident with a starving 
youngster who sees Hockenberry 
as a.man with food, not as a man. 
in a wheelchair or a "crip." 

The examples presented nere 
are just a few of the passages 
and expressions of thought that· 
contribute to the beauty and 
importance of this book. It is 
a "must read" for anyone who 
interacts with persons who have 
disabilities. The author 
illuminates the experience of 

disability as few have done in 
writing. I have recommended 
this reading to all of my 
occupational therapy students 
and I would urge all who are 
concerned with disability in 
public and/or private domains to 
read Hockenberry with an open 
mind and a tissue. (Lynn 
Gitlow, Occupational Therapy 
Program, Lewiston-Auburn College 
-of the University of Southerri 
Maine, Lewiston, ME) 

Kahana,. Eva, Biegel, David 
E., and Wykle, May L. Family 
Caregiving Across the Lifespano 
Thousand Oaks, CA: Sage 
Publications, 1994, 418 pages, 
$25.95 softcover. 

The authors of Family 
Caregiving Across the Lifespan 
note that articles concerning 
caregiving abstracted in 
Sociological Abstracts have 
increased 200% and in Medline 
307% between 1987 and 19910 
Research on caregiving has 
continued to grow, yet the 
majority of p~blished research 
focuses on the burden of 
caregiving for elders and older 
adults who have Alzheimer's 
disease and/or are physically 
frail. The authors challenge 
readers to move.out of the 
paradigmatic confines of 
caregiving as a burden an~ to 
look at the spatial, temporal, 
and transactional axes of 
caregiving in the personal and 
social context. The spatial 
axis addresses the question 
"Who?" and focuses on the key 
individuals and groups asso-
ciated with caregiving. The 
temporal axis of "When?" directs 
attention to the time frames 
relevant to caregiving. The 
question "What?" is addressed in 
the transactional axis and 
pertains to the process involved 
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in caregiving. 
Family Caregiving Across 

the Lifespan is divided into 
three parts. In Part I, four 
chapters address the caregiving 
paradigm and the relationship of 
family caregiving research to 
family life studies. Part II 
contains six empirical chapters 
that continue the discussion of 
conceptual aspects of care-
giving. The three chapters in 
Part III emphasize the interface 
betweep family caregivers and 
macrolevel systems. Each 
section presents an interdis-
ciplinary view of caregivinge A 
developmental psychological 
perspectfve·addresses the 
challenges of personality 
development of caregivers and 
.care receivers. A sociological 
perspective focuses attention on 
the life cycle. The authors 
skillfully remind the reader 
that the issues facing family 

_caregivers vary if the care 
recipient is a child or a parent 
and when the caregiver is 
responsible for intergenera-
tional care. The age-
appropriate_ developmental tasks 
of caregivers across the life 
span are incorporated into the. 
paradigm that serves as the 
basis for the booka 

This book is an outstanding 
contribution·to the field of 
family categiving. The first 
chapter is "must" reading for 
anyone working with family 
caregivers or researching this 
area. The expansive paradigm 
presented is threaded throughout 
the book. (Marci.Catanzaro, 
Gerontological Nurse Practi-
tioner, Primary Health Care 
Associates, Seattle, WA) 

Mello, Jeffrey A. AIDS and 
the Law of Work Place Discrimi-
nation. Boulder, CO: Westview 

Press, 1995, 153 pages, $54.00 
hardcover .. 

In this comprehensive and 
readable book, Jeffrey Mello 
examines how laws intended to 
protect employees from discrimi-
nation have provided or have 

· failed to provide protection for 
employees with HIV. The Ameri-
cans with Disabilities Act (ADA) 
is analyzed along with key court 
cases involving the employment 
_rights of those with HIV. The 
author also offers policy recom-
mendations for dealing with the 
limitations of the ADA. 

The book highlights the 
need for further clarification 
on how laws such as the ADA and 
the Employee Retirement Income 
Security Act -(ERISA) will 
interact., While ERISA does not 
mandate that employers continue 
to provide any employee 
benefits, including health 
insurance, the ADA prohibits 
employers from discriminating 
against employees with disabi-
lities in all aspects of 
employment, but it exempts 
insurers from such discrimi-
nation. The question left 
unanswered is how the ADA and 
ERISA will apply to employers 
who self-insure their .employeeso 

· After reviewing some 
seventy key cases involving AIDS 
and employment discrimination 
discussed from both an employee 
and employer perspective, the 
author comes to the fol.lowing 
conclusions: 1) The judgments 
rendered do not appear to be 
related to the plaintiff's 
degree or state of HIV infec-
tion. 2) state cases are more 
likely than fed~ral cases to 
result in a verdict favoring the 
employee. 3) The more severe 
the consequences for the plain-
tiff (e.g., the termination or 
denial of benefits versus 
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reassignment or restrictions on 
job duties), the more likely the 
verdict will favor the plain-
tiff. 4) Commissions and 
agencies are more likely than 
judges to render. verdicts for 
employees. 5) Those in more 
advanced stages of HIV infection 
are likely to be the targets of 
more severe forms of employer 
discrimination. 6) Judgment is 
more likely to be rendered for 
employers in industries such as· 
health care and food which.have 
higher perceived potential for 
AIDS transmission. 7) As.time 
ha~ passed, it has not become 
more likely that a judgment will 
be rendered for an HIV-infected 
employee •. 8) Cases heard in the 
northeastern and far western 
United States are· more likely 
than those in other areas to 
favor the employee. 9) There 
have been very few cases in 
which the plaintiff employee is 
a woman. Mello -notes that all 
of the above trends requi~e 
furthei~investigation and -study. 

The author then discusses 
limitations of the law which act 
against an employee .with AIDS. 
Among the legal limitations· 
which make it harder for an 
employee with HIV to win a case 
are the employment-at-will 
doctrine, the length and stress 
of the judicial process, the 
vagueness of the term "reason-
able accommodation,11 the .loss of 
·protection once an· employee with 
HIV becomes unable to work, the 
relationship of sexual orien-
tation to HIV infectioni -arid 
loopholes in insurance laws. 
The .author provides policy 
recommendations on how to 
remove these limitations. 

Mello concludes that 
employers need to curtail 
discrimination in their 
workplaces by establishing 

specific, non-discriminatory 
policies dealing with HIV 
infection and by educating 
themselves and, their.employees 
about HIV. (Ellen Abberbock, 
Attorney, Nassau County 
Department ct Social Services, 
Mineola, NY) 

Panzarino, Connie. The Me 
in the Mirror. Seattle, WA: 
Seal Press, 19-_94, 260 pages, 
$12.95 softcover. · 

Connie Panzarino's greai 
contribution to the literature 
by people with disabilities is. 
her success in conveying 
profound ideas simply,'without 
self-aggrandizing lecture or 
sermon. In this intensely 
moving autobiographical work, 
Panzarino strives _toward coping 
with her degenerative neuro-
muscular disease and with · 
equally disabling,.if ~ct more 
so, attitudes toward women with 
disabilities. Her story, 
beginning in childhood, includes· 
evolving exploration of family, 
friendship, spirituality,, 
lifestyle, and love and · 
sexuality. As she matures, the 
scope of her·tife widens to 
encompass prominent· roles in the 
di~ability rights, feminist, and 
gay/lesbian movements.· 

P~nzarino writes in a 
terse, declarative, sometimes 
even childlike narrative style, 
and the· reader is motivated to 
contemplate the meariing between 
her lines. O.ften, it is 
p'anzarino 's succinct comments on 
lif-e events that most 
effectively communicate her 
experiences and insightful 

·ideas: 
11 • How could she ,· 

[Sister Mary] say I was g6od 
when I still couldn't walk· and I 
made my mommy so miserable. 
suddenly knew that I wanted to 
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be just like Sister Mary. 'When 
I grow up, can I become a nun 
like.· you?' 

"'No, darling. I'm afraid 
that to be a nun and to serve 
God you have· to be _able to walk 

-,, 
and take c~re of yourself. But 
that is a sweet ·thought.' 

"Even God was rejecting me. 
I got very quiet~" (Pe 53} 

Panzarino shares her 
struggles and ultimate triumph 
in such a way that readers, 
whether they have disabilities 
or not, will find encouragement 
for their own journeys through 
life.. (Miriam Hertz,. Waltham, 
MA) 

Radley, Alan. Making Sense 
· of Illness: The Social Psycho-

logy of Health and Disease. 
London, England: Sage Publica-
tions, 1994, 232 pages, $65.00 
hardcover, $21.95 softcover. 

Making Sense of Illness 
does, indeed, make sense out of 
an impressive array of research 
related to health, illness, and 
the soci~l and personal con-
structions of these two dimen-
sions of human experience. The 
author.is to be commended, in 
particular, for his exhaustive 
review of relevant literature. 
He draws from the most recent 
European and North American 
resources and spans the social 
science disciplines. 

Radley presents his goals 
at-the outset: to investigate 
"two aspects of social life -
(a) how people experience·health 
and illness, and· (b) how the 
passage from one of these 

·domains to the other .involves 
relationships between indivi-
duals and between groups" (p .. 
16). He then proceeds to 
establish·the framework for the 
ensuing discussion by 
distinguishing among some ,of the 

rele~ant terms: "disease" 
(pathologic physiological 
change), "illness" (the 
individual's experiencing of 
thi~ change), and "sickness" 
(the societal role or status 
assigned to the individual as a· 
result of the di~ease and/or 
illhess). He next presents 
brief overviews of the major 
non-biomedical persp~ctives -
behaiioral, societal, and , 
cul~ural, although he concl~des 
that these perspectives, singly 
or in combination, are not 
sufficient for fully under-
standing the personal meanings 
of health an9 illness and the 
social/cultural bases for these 
interpretations. 

Once.Radler has laid this 
groundwork, he follows a very 
logical and well-organized 
inve.stigative journey from 
historical conceptualizations of 
illness, to the diversity of 
views.on what it means "tb be 
healthy," to the cultural and 
social determinants of an 

. individual's recognition of 
illness, and on to the person's 
entry into the·medical system. 

It was at this point that I 
experienced some frustration in 

·Radley's otherwise excellent and 
comprehensive discussion •. 
Although he addresses at length 
the· doctor-patient relationship 
from the points of view of both 
participants, he seems to have 
missed the opportunity to 
incorporate.the (albeit, scant) 
research available on the social 
and cultural determinants of 
power within this relationship. 

I quickly forgave the 
author this unexpected over-
sight, however, after reading 
the following chapter on women's 
health. Not ·only does he 
present an impressive array of 
research on gender differences 
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in mortality and morbidity, but 
he incorporates a comprehensive 
discusston of the biases that 
may distort these research 
results. Most important,· 
though, is the fact that he also 
addresses the gendered nature of 
sociocultural perceptions of 
health and illness. 

His analysis of chronic 
illnes~, in the ensuing chapter, 

1however, is less complete. He 
acknowledges the ambivalence of. 
attitudes toward people with 
disabilities and/or chronic 
illnes~es, a mixture of feelings 
which he attributes to the 
.individual's dual residency in 
the soc.ially-designated realms 
of."sick people" and "not sick 
people." Much of the focus, 
though, is on t~e reaction of 
the person who has the chronic 
illness and/or disability (e.g., 
the person's adj~stment to his 
or her health status), and too 
little attention is paid to the 
reactions of· others to those 
whom the author annoyingly 
refers to as "sufferers." (Note 
that this may be a Britishism 
rather than a reflection of the 
author's perspective.) 

Radley concludes the book 
in a surprising, but effective. 
way with a chapter each 
dedicated to the relationship 
between stress and illness, and 
to health promotion/disease 
prevention. Although the.former 
is a rather abrupt change from. 
the chapters which prece~e it, 

_the author explains the detour 
well as a shift from "soci~l 
life as the medium through which 
people give meaning to their 
symptoms ••• to seeing it 
[social life] as the possible 

. cause or.reasori for being ill in 
the first place" (p. 162). 

The final chapter needs no 
such explanation in that a 

discussion of health promotion 
and disease prevention serves as 
an appropriate venue for summa-
rizing the social, cultural, and 
personal meanings of h,ealth and 
illnes~.· Radley even manages to 
strengthen the link between the 
chapter on/ stress and the rest 
of the book by highlighting Type 
A Behavior Pattern as an example 
of a "culture-bound syndrome" 
.(p. 205) targeted by medical· 
·educators in their health· 
promotion/disease ~reven~ion 
efforts. 

Overall, I found Making 
Sense of· Illness to be 
fascinating•.Despit~ the two 
gaps noted above, it'is clearly 
a major contribution to the 
literature of sociial science and 
medicine. The wealth of current 
citations alone make it a gold 
mine for researchers and the 
breadth of .coverage assures its 
value as a primary or secondary 
text in a wide array. of courses. 
I recommend this book highly, 
and I hop~ that .I can look 
forward to a second edition 
which .includes coverage of the 
medical .professions and of 
chronic illness which are 
equally comprehensive. (-Elaine 
Makas,· Lewiston-Auburn College 
of the University of Southern 
Maine) 

Roberto, Karen A. (Ed.). 
Older Women with Chronic Pain. 
New York, .NY: Haworth Press, 
1994, 119 pages, $i9.95 
hardcover, $9.95 softcover. 

This edited book, also 
published as a special issue of 
the Journal of Women & Aging, 
provides an excellent overview, 
of the -present .state of 
knowledge on older women with 
chronic ,pain and summarizes. 
current approaches to treatment. 
Among.readers of DSQ, the book 
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will be especially useful to 
practitioners and researchers 
needing a concise but thorough 
resource on chronic pain. Taken 
together, the articles demon-
strate why chronic pain is an 
important but neglected problem 
among older adults that dispro-
portionately affects elderly · 
·women .. 

Olde~ women are more likely 
than men to suffer from 
conditions associated with 
chronic pain, to live longer 
with chronic pain and 
disability, and.to live alone. 
The lack of consensus by pain 
experts on the causes, conse-
quences, and treatment of 
chronic pain within the adult 
population may explain in part 
why chronic pain among elderly 
people receives limited atten-
tion. In addition, miscon-
ceptions and myths regarding 
pain and aging continue to limit 
the number of older adults who 
are .referred to specialized pain 
clinics for rehabilitative 
treatment.and who are subjects 
of research· on chronic pain. As 
Roberto states: ~Chronic pain 
is not, and should not be 
tr~ated as part of the natural 
aging process." (p~ xvi) 

Among the many strengths of 
tnis book is the comprehensive 
and multidimensional approach· 
taken which examines the 
behavioral, functional, psycho-
social, and biomedical factors 
affecting perception and 
.approaches to chroriic pain. 
Specifically, the authors 
examine ·chronic pain among older 
women in relation to its causes, 
assessment, consequences, and 

· management. 
In the introductory chapter 

Dr. Roberto examines why pain is 
a problem for older women and 
provides a brief review of the 

literature on chronic pain in 
later life. Next, Drs. Morris 
and Goll present a theoretical 
basis and conceptual framework 
for pain and describe the common 
painful conditions experienc~d 
by older women. 

·Assessment of chronic pain 
in older women is'discussed by 
Drs. Turk, Okifuji, and Scharff. 
They recommend a comprehensive 
strategy that includes-physical, 
psychosocial, ·functional, and 
behavioral assessments. Two 
chapters are devoted to coping 
strategies and management of 
pain in older women. Dr. 
Deborah G·old examines chronic 
musculoskeletal pain in older 
women, particularly in relation 
to osteoporosis and osteo-
arthritis. Dr~ Anita All 
considers the special issues 
encounter~d' in managing chronic 
pain with older cancer patients. 

Following these chapters, 
Dr. Ranjan Roy uses case studies-
to illustrate the influence of 
chronic pain ort the.family 
relationships of older.women and 
to show how psychotherapeutic 
interventions can benefit older 
persons with chronic pain who · 
are dealing with interpersonal 
issues. In the 'second to last 
chapter of the book, Dr. Paula 
Mobily discusses management of 
chronic pain in women.using 
nonpharmocologic interventions. 
She suggests that more effective 
pain control is achieved when 
these interventions are used 
concomitantly with pharmacologic 
·approaches. In the concluding 
chapter Dr. Roberto suggests 
directions for future research 
and briefly examines for 
practitioners the implications 
of pain research on older 
adults. 

Perhaps the primary 
limitation of this book is its 
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failure to exa•ine the public. 
policy issues .that may limit the 
access of older persons to pain 
clinics. The reader is left 

-lacking salient information 
about the funding streams and. 

·health insurance coverage for 
treatment in pain clinics. It 
seems a real oversight not to 
address the constraints that 
Medicare .and Medicaid coverage 
for pain ·clinics may impose, · 
since most older members of the 
population receive.health care 
insurance under these public 
programs. 

Whatever the limitations of 
this book, its strength prevails 
in that it raises our awareness 
and understanding of the 
problems. of chronic pain for 
older women. and represents a 
significant contribution to the 
scant literature in this area. 
(Debra J. Sheets, Andrus 
Gerontology center, University 
of Southern California, Los 

_Angeles, CA) 

Rothenberg, Karen H., and 
Thomson, Elizabeth J. (Eds.). 
Women & Prenatal Testing.: 
Facing the Challenges of Genetic 
Technology. Columbus, OH: Ohio 
State_ University Press, 19.94, 
304 pages, $75.00 hardcover, 
$17.95. softcover. 

This volume is a balanced 
col.lection of essays by some of 
the ·leading scholars in the 
overlapping fields of women's 
health and the social. and 
ethical issues surrounding 
prenatal testing. This project· 
was one of the outgrowths of a 
conference in November 1991, 
"Reproductive Genetic Testing: 
Impact on Women," co-sponsored 
by the National Institute of 
Child Health and Human Develop-
ment, National _Center for Human 
Genome Research, and the Office 

of Research on Women's Health. 
The book is divided into three 
sections, "The Context of the 
Debate," "Philosophical,, 
Ethical, and Legal Pers-
pectives," and "Psychological 
and Sociocu1tural Issues." 

Certainly the most detailed 
exploration of the disability 
perspective is the analysis by 
Deborah Kaplan, J.D., World 
Institute on Disability, 
"Prenatal Screening and 
Diagnosis: The Impact on 
Persons with Disabilities." 
Kaplan ,examines the_goals.which 
ostensibly justify prenatal 
testing, including economic~ 
'impact of disability and quality 
of .life issues. She ass~rts 1 

that there is.a·1ack of research 
indicating "a ·valid relationship 
between predictable genetic 

·conditions a~d a negative: life 
experience" (p. 60). Kaplan 
cites disability rights legis-
lation, appropriate health.care, 
and adaptive technology as 
examples of alternative methods 
to-prenatal screening to 
increasing the,quality of life 
of potential.beings.~ffected by 
genetic disabilities. 

Ruth Faden,-Patricia King, 
and others discuss the moral and 
ethipal dilemma in asking.women 
to submit to prenatal testing 
when, in most cases, _the only 
options generated by the test· 
results are abortion, selective 

. conception, and foregoing 
childbearing in order to avoid 
the birth of a child with~ 
genetic disability. 

R. Alta Charo, Karen H. 
R~thenberg, Ellen Wright 
Clayton, and Elena Gates 1 analyje 
how the current health care, 
social, and legal systems affect 
women's accountability and 
autonomy in making decisions 
concerning the health of their 
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future children, as well as the 
current legal status of prenatal 
testing at the state and federal 
level. - These essays include 
discussion of the chilling (\_ 

issues of wrongful birth and 
wrongful life suits. 

Abby Lippman, Ruth Schwartz 
Cowan, Nancy Anne Press, and 
Carole H•. Browner explore how 
the expanding realm of genetic 
technologies have created in 

· pregnant women a need to be 
reassured about anxieties which 
the availability of those same 
technologies served to heighten. 

Rayna .Rapp and Laurie 
Nsiah-Jefferson discuss the __ 
impact on-women's prenatal 
testing decisions of class-based 
access to differential health 
care services,.· and .personal 
experienc~s and exposures based 
on race, ethnicity, and 
disability status. 

Barbara Katz Rothman-and 
Rita Beck Black examine the 
devastating emotional impact of 
prenatal t~sting and "pregnancy 
loss." after testing on women. 
Rothman explains ·the theory of 
the "tentative pregnancy" in 
which the prenatal testing 
experience objectifies the fetus 
and separates it from the mother 
and the pregnancy, profoundly 
aff~cting the mother's attach-
ment and feelings about the baby 
and the pregnancy itself. 

Rothman and Kaplan explore 
the variability 1 of expression of 
genetic disabilities and note 
that genetic conditions make up 
a small fraction of disabilities 
especially. compared to environ-
mental causes such as pollution 
and poor prenatal healthcare. 

There are several notable 
absences among the contributors, 
most of ·whom actually were in 
attendance at the original con-
ference and are cited throughout 

the detailed bibliographies with 
each essay. The breadth of this 
volume makes it both a good 
introductory primer to the 
~ubject as well as a handy 
collection as a reference tool 
for the more experienced 
genetics ethics activist~ One 
will not agree with all of the 
views expressed, but, they are 
all well delineated, and there 
is value in seeing how the other 
side thinks anyway. (Ruth Eo 
Ricker, President, Little People 
of America, Inc.) 

. Severino, Sally K., and 
Liew, Richard (Eds.). Pastoral 
Care of the Mentally Disabled: 
Advancing Care of the Whole 
Person. New York, NY: The 
Hayworth Press, 1994, 116 pages, 
$29.95 hardcoveru 

Pastoral Care of the 
Mentally Disabled, edited by 
Sally Severino, M.D., and The 
Reverend Richard Liew, Ph.D., is 
q very scholarly collection of 
papers on the need for a close 
working relationship between 
religious and psychiatric 
professionals in the care of 
people'with. mental disabilitieso 
However, I did not find this 
book to be of much help to the 
pastor in dealing with people 
who exhibit a need for 
counseling, but have never been 
diagnosed as "mentally 
disabled." 

It is true that "the role 
of mental health in spiritual 
growth. is·a broad subject" (p. 

_45), so broad, in fact, that 
many circumstances come into· 
play jn counseling. These 
circumstances include-charac-
teristics of the client such as 
age, economic status, religious 
persuasion. (or lack thereof), 
the ethnic group with which the 
client identifies, educational 
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level, peer group, early 
childhood traumas, and fa~ily 
relationships, just to name a 
few. 

Reading Pastoral Care of 
the Mentally Disabled has sent 
me off in search of more 
writings on this kind of care. 
Maybe this is the best purpose 
it can serve for others in 
pastoral counseling. The book 
presents just a peek into this 
important subject. 

I woul·d certainly recommend 
this book- as part of a curri-
culum of study for those pre-
paring for the role of pastoral 
counselor, but it warrants the 
need to.search further for 
insight into this subject. 
(Reverend Nathalie L. Forrest, 
D.D., Director of Education, 
·oepartment of Education, Free 
Anglican Church in America, Los 

· Angeles, CA) 

Willmuth, Mary, and 
Holcomb, Lillian. Women with 

· Disabilities: Found Voices. 
Binghampton, NY: Harrington 
Park Press, 1993, 211 pages, 
$34. 95 hardcover, $14. 95 . 
softcover. · 

Many of the articles in 
this anthology confront the 
oppression that women with dis-
abilities face and they-chal-
lenge the idea of becoming 
"strong" women because of the 
struggle for survival. They go 
much deeper by showing the need 
to join or work together. The 
bdok focuses on the isolation, 
exclusion, and invisibility that 
many'women with disabilities 
experience .. 

Many of the articles 
examine the relationship between' 
therapist and client. Often 
therapists are provided with 
suggestfons on how to work with 
women with disabilities. Geri 

Estin and Lynn Willmont speak of 
the bind ther~pists and clients 
often face. Very often the 
disability is the foctis, or it 
is minimized by ignoring it. 
Alison Freem~n addres~es the 
issues of transference and 
countertransference. Martha 
Sheldon tells about her own 
sexual exploitations and offers 
suggestions to therapists who 
are working with women with 
disabilities.who have been 
·exploited. Marilyn Stromsness 
reports on a study she co~ducted 
related to women with mental 
retardation who had been 
sexually abused. Gloria Hamil-
ton examines the effects of 
labeling people as borderline 
personalities with chemical 
dependency who are adult sur-
vivors of childhood sexual 
abuse. Pamela Reed·Gibson 
describes the economic and 
psychological needs of women 
with multiple chemical sensi-
tivities, environmental illness, 
or ec9logic illness ..Hariny 
Lightfoot-Klein identifies the 
reasons why the i~sue of genital 
mutilation of women in countrie·s 
that practic~ t~is ritual,is 
quite often not.dealt with or is 
misunderstood by people from 
other cultures. 

I found the paper written 
by Laura Hershey to be particu-
larly thought-provoking. She 
recounts the need to ,,come out" 

· in many different ways. Most of 
the articles seemed to "flow" 
together with one another. 
Although I found the article 
writteri by Lily Friedman on 
survival to be interesting and 
engaging, it did not fit well. 
with the other papers. 

This book provides people 
not only with a basic sensiti-
zation to disability issues, but 
with an understanding of the 
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need to explore matters much 
more globally. (Linda Spies, 
Colo~ado Cross-Disabilities 
Coalition, Denver) 

Coming (and Past) Events 

The Fifth Symposium on 
Literacy and Developmental 
Disabilities, sponsored by the 
Center for Literacy and 

· Disability Studies at the 
University of North Carolina at 
Chapel Hill, will be held 
January 25-26, 1996, .at the 
Research Triangle Park in North 
Carolina. Contact.Stephanie 
Whitmore at 919-966-7486. 

The National·Association 
for Developmental Education 
arinual conferenc~~ February .28 -
March 3., 1996, Little. Rock, 
Arkansas. Contact .Jennifer 
Hurd, Harding University, Box 
2235, Searcy, AR 72149-0001. 

The Josephine L. Taylor 
Leadership Institute, sponsored 
by the American Foundation ~or 
the Blind, will be held on March 
9-11, 1996, in Washington, D.C. 
Contact Corinne Kirchner (212-
502-7640),· Alberta Orr (212-502-
7634), or 212-502-7773 (FAX). . 

Congress on Healthcare 
Management of the American 
College of Healthcare Execu-
ti~es, March 10-14, 1996, 
Chicago. Contact Chana Brady, 
312-424-2800 x1707. 

Aging in Transition -
Conflict and Coalition, the.-
annual meeting of the American 
Society on Aging, will._ be held 
March 16-19, 1996, in Anaheim, 
California. Contact them at 
415-974-96D0 br 415-974-0300 
(FAX). 

The American Council on 
Special Education will. -hold a 
national conference devoted 
entirely to rur~l special 

education on March 20-23, 1996, 
in -Baltimore. The theme is · 
Rural Goals .2000: Building 
Programs that Work.; Contact- Dr. 
Diane Montgomery, Oklahoma State 
University, 306 North Murray, 
Stillwater, OK 74078, 405-744-
6036. 

The National ASL Literature 
Conference will be held March 
28~31, 1996, in Rochester, New 
York. Contact Dorothy Wilkins 
at 716-475-6852 (TTY), 716-475-
7129 (Voice), 716-475·-6500 
(FAX.), or dmwncm@rit.edu 
(Internet). . 

The New·Jersey Departmerit 
of Human Services, the Office 
for Prevention o-f Mental 
Retardation and Developmental 
Disabilities; and the New Jersey 
toalition .on Women and . 
Disabilities are sponsoring a 

· conference on The Reality of 
' Secondary Conditions in People 

with Disabilities on March 1 29-
·30, 1996. Contact them at 908-
464-5055. 

The Second European Deaf 
Hfstory Symposium will be held 
on April 4-7, 1996, in 
Edinburgh. Contact John Ai:- Hay, 
11 Osborne Terrace, Edinburgh 
EH12 5HG, Scotland. 

The World Deaf ~agicians 
Festival wi11· be held in· 
Rochester, New York, on April 
14-22, 1996.· Contact Dr. Simon 
J. Carmel at 716-475-7101 (FAX). 

The Rehabilitation 
Institute of Chicago presents 
"We've Come a Long Way, But Can 
We survive Managed care?": · 
Health care Issues Confronting 
Women with Disabilities on April 
22-23, 1996, in-Chicago. Contact 
them at 312-427-3800. 

Adding Technology to the 
Human Touch: Information & 
Referr~l in the 21st Century 
will be held on·May 5-9, 1996, 
in Myrtle Beach, South Carolina. 
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It is sponsored by the Center · 
for Developmental Disabilities 
of the University of South 
Carolina, the Alliance of· 
Information & Referral systems, 
and the National ·Aging 
Information and Referral Support 
Center. Contact Alynne Landers, 
803-777-1173 (V), 803-777-6058 
(FAX), or alynne@nis.cdd.sd.edu 
( Internet) • 

Public Responsibility in 
Medicine and Research will hold· 
a conf._erence on "The Responsi-
bility of oversight in Genetic 
Research and Technology Develop-
ment: How Can IRBs and Private 
Industry Synergize?" on May ·8-9, 
1996, in Boston. Contact·PRIM&R 
at 617-423-4112, 617-423-1185 
(FAX), or primr@delphi.com 
(Internet) • 

The International 
Association of Health Policy 
will hold its Ninth;Congress, 
"Beyond Medical Care: Policies 
for·Health," on June 13-16, 
i996, in Montreal. Contact them 
at congres@ere.umontreal.ca 
(Internet), 514-343~6492, br 
514-343-6544 (FAX). 

The International Conven-
tion of Self Help for Hard of 
Hearing People will be held June 
21-24, 1996, in Orlando, FL. 
Contact them at 301-657-2248 
(Voice), 301-657-2249 (TTY), or 
301-913-9413 (FAX). 

The International Society 
of Technology Assessment in 
Health· Care will hold its annual 
meeting in San Francisco on June 
23-26, 1996. Contact them c/o 
KREBS Convention Management 
Services, 555 DeH~ro Stre~t~ 
Suite 200, San Francisco, CA 
94107-2348. 

The Biennial Convention of 
the National Association of the. 
Deaf will be held in Portland, 
Oregon, on July 2-6, 1996. 
Contact ktjp66a@prodigy.com 

(Internet), 503-641-6715 (TTY), 
or 503-643-2487 (FAX). 

The Sanders-Brown Center on 
Aging of the University of. 
Kentucky will hold·it Annual 
summer Series on.Aging on July 
16-19, 1996, in Lexington, 
Kentucky. Contact Madelene 
Umscheid at 606-257-8301. 

The Third Paralympic 
Congress and the 1996.Paralympic 
Games, August 12-16, 1996, in 
.Atlanta, Georgia. Contact the 
Third Paralympic Congress, 
Atlanta Paralympic Organizing_ 
Committee, 1201 West Peachtree 
Street, N~E., suite 2500, 
Atlanta, GA 30309-3.4.48. 

The 18th World Congress of 
Rehabilitation International 
will be· held on September 16-20, 
1996, in Auckland, New Zealand. 
Contact Richard Buchanan, P.O. 
Box 2009, Auckland, New Zealand. 

Deaf Awareness Week activi-
ties will be held September 22-
28, 19.96. 

Tourette Syndrome Associa-
tion national conference, 
October 31 - Novembep 3,· 1996, 
Burbank, CA. Contact the 
Tourette syndrome Association at 
42-40 Bell Blvd, Bayside, NY 
11361-2820. 

Call for Manuscripts 

The next issue of the 
Disability Studies Quarterly 

· ~ill be dedicated to a 
discussion of ethnicity and 
disability. The issue editor, 
Elaine Makas, encourages the 
submission of relevant articles 
and announcements. Please send 
summaries of recently-completed 
research or research· in 
progress, information on re6ent 
conferences/workshops, and 
descriptions of organizations 
which address issues r.elated to 
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ethnicity and disability to 
Elaine Makas, Lewiston-Auburn 
-College of the University of 
Southern Maine, 51-55 West-
minster Street, Lewiston, ME 
04240. Submissions should be a 
max'imum of 750 words and should 
arrive no later than February 
23, 1996. (Inclusion of the 
material on-disk in Wordperfect 
5.1 will be very gratefully 
received.) For further informa-
tion, please contact Elaine by 
mail, by FAX (207/784-5943), or 
by phone (207/784-5726; weekends 
or evenings are best). 

The Summer 1996 issue will 
be on developmental disabilities 
with Phil Ferguson as guest 
editor. The Fall 1996 issue 
will be on the new economics of 
disability with Corinne.Kirchner 
as guest editor. The Winter 
1997 issue will be a general one 
of gisability studies. The 
Spring 1997 issues will be on 
disability history with Paul· 
Longmore as guest editor. 

Professors Joseph L. Baird 
and Deborah s. Workman are 
seeking poetry for an anthology 
in the field of disability 
studies. Their first·volume, 
Toward Solomon's Mountain, was 
published by Temple University 
Press in 1986. They are now 
planning a book of poetry with 
accompanying critical and 
historical essays suitable for 
use in multi-cultural literature 
courses. They are seeking 
strong, tough-minded poetry 
_dealing with the human state of 
disability, that is, work which 
treats disability as one facet 
of the human conditionG If you 
are interested, send work with 
accompanying SASE to Deborah Sa 
Workman, 112 Prospect Avenue, 
Cleveland, OH 44115-1096. No 
sentimental or religious verse 
nor ·mere "success" stories. 

ASA Teaching Resources 
Center invites submissions for 
its Guide to Sociology and 
Disability studies. Materials 
may include but are not limited 
to: syllabi, course outlines, 
handouts, exercises, assign-
ments, review of relevant 
materials .(books, films, etc.) 
or any other written material 
relevant to the inclusion of 
disability related issues in 
teaching sociology. Deadline for 
submissions is March 31, 1996. 
Contact: Lynn Schlesinger, 
Department of Sociology, SUNY, 
Plattsburgh, NY 12901; (518) 
564-3004; fax (518) 564-3333; 
SCHLESL@SPLAVA.CC.PLATTSBURGH.ED 
U) on Internet; or Diane Taub, 
Department of Sociology, 
Southern Illinois University, 
Carbondale, IL 62901-4524; 
(618) 453-7628; fax (618) 
453-3253. . 

Resources 

The Encyclopedia of 
Disability and Rehabilitation 
was published in 1995 by 
Macmillan Library Reference. It 
was edited by Arthur E~ Dell 
Orto and Robert Pl Marinelli 
with David E. Creasey and Irving 
Kenneth Zola as advisirig 
editors. It defines disability 
both as·an impairment which 
causes a functional li~itation 
and as a sociopolitical- a"nd 
economic issue. The.editors 
dedicate the volume to Irv Zola 
who, in their words, was 
"friend, associate editor, 

, colleague, disability leader, 
and mentor ..... " They go on to 
write that "Irv embodied the 
best qualities of humanity by 
living a life that was fueled by 
dreams, validated by accomplish-
ments, and fortified by respect 
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and admiration." For order 
information contact the 
publisher at 800-223-2336. 

Washington Watch, an 
'excellent newsletter on federal 
polidies and activities, is 
published by United Cerebral 
Palsy Associations, 1660 L 
Street, NW, Suite 700, Washing~ 
ton, D.C. 20036, 800-872-5827, 
202-785-3508 (FAX). 

The Mouth has published an 
outstanding document which 
presents the-costs and 
statistics on community living 
as opposed to being in an 
institution. It is entitled 
Long Term Care Policy, It's Good. 
to Have the Facts When You 
Choose and consists of-pictures, 
brief narratives, and 
statistics. Contact Mouth, 61 
Brighton Street, Rochester, New 
York 14607' 716-442-2916 '(FAX) 0 

The Supported Employment 
Telecourse NETwork ($ET NET) is 
a personnel training project for 

. individuals interested in 
expanding and improving the 
field of supported employment. 
Using satellite broadcasting, 
SET NET provides training events 
and an ,opportunity for partici-
pants to interact wit~ nation-
ally recognized expert's while 
remaining in their own ~ommu-
nity. Contact Amy J.. Armstrong. 
or Valerie Brooke; Virginia 
Commonwealth University, 
Rehabilitation Research and 
Training Cente·r on Supported 
Employment, P.O. Box 842011, 
:Richmond,.VA 23284-2011. 

The Journal .of Health 
Services Research & Policy is a. 
new international and multi-, 
disciplinary quarterly journal 
which looks at health services 
research and policy and their 
intsr-relationship. It intends 
to reflect·current concerns and 
take part in.setting policy 

agenda. Contact Churchill 
Livingstone, Maple_ House, 149 
Tottenham Court Road, London WlP 
9LL, United Kingdom. ( 

The AIDS/STD Data and 
Instrument Archive consist~ of 
data and instruments from eleven 
studies on AIDS/HIV and other 
sexually transmitted diseases., 
Data sets ,cover the following: 
the incidence and prevalence of 
specific sexual behaviors; 
contraceptiv~ and STD-preventive 
behavior; attitudes and beliefs 
regarding sexual behavior and 
methods of contraception; 
A~DS/HIV knowledge~ attitudes, 
behavior, and serostatus; 
episodes of various STDs; 
prostitution; and various, high 
risk behavior. Contact the 
Sociqmetrics Corporation, 170 
State Street, Suite 260, Los 
Altos, CA 94022~2812~ 

The Disability Research 
Network (DRN.),. formerly named 
ABLEDATA, is an information and 
referral. service funded by.the 
Illinois Department of Rehabili-
tation and it is located at the 
Springfield Center for Indepen-
dent Living·. To obtain · 
information 6n·most topics 
relating to disability call them 
.at 800-447-4221 (Voice and TTY)~ 

Disability and Rehabili-
tation is an ihternational, 
monthly journal _publishing 
scholarly articles in the fields 
of disability;studies and 
rehabilitation which is 
interested in receiving more 
policy oriented submissions. 
Contact the editor Professor 
Dave Muller, Suffolk College, 
Rope Walk, Ipswich, Suffolk IP4 
lLT, United Kingdom. 

Di~ability & Societ~ is an 
international, multidisciplinary 
quarterly journal pu:blishing 
scholarly articles in the field 
of disability studies. Contact 
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' , 

the editor Professor Len Barton, 
Division of Education, Univer-
sity of Sheffield, Sheffield Sl0 
2JA, United Kingdom. 

Announcements 

The Society for Disability 
Studies (SOS) annual meeting 
will be held in downtown 
Washington, o.c., on lune 13-16, 
1996. sos is a nonprofit · 
scientific and educational 
organization established to 
promote interdisciplinary 

. research on humanistic and 
social scientific aspects of 
disability.and chronic illness. 
This announcement solicits 
abstracts for individual paper 
presentations, panels, work-
shop~, o~ roundtables on a wide 
range of.topics relevant to 
disability studies and 
representing a variety of 
disciplines and perspectives. 
We are particularly interest~d 
in proposals that address 
emerging issues of disability 
policy, such as- health reform 
and health insurance, present 
good models of participatory 
action research or innovative 
examples of application or 
research methodology, and in 
sensitivity to racial/ethnic 
minority and gender issues. To 
have your proposal·considered, 
submit a 1-2 page abstract to 
Professor Phil Ferguson, 

'Specialized Training Program, 
1235 University of Oregon,
Eugene, ·oregon 97403-1235, FAX: 
503/346-5517, e-mail: 
pFerguso@oregon.uoregon.edu. 

Submission deadline is 
February 1, 1996. · Abstracts 
must include author(s), 
affiliation(s), title of 
proposed paper or panel, and a 
brief, but detailed description 

of the information to be 
presented including research 
problem or theoretical ·focus, 
methodology, and findings or 
hypothesized findings. If a 
panel is proposed, all panel 
members must be confi~med. 

sos meetings are to be 
accessible to all attendees. 
Therefore, all proposals must 
include a statement of the means 
by which accessibility will be 
assured (e.g., handouts must be 
available in alternative 
formats; audio or visual 
information must be presented 
fully both·visually and 
verbally). Sign language inter-
preters will be provided by sos. 

The World Institute on 
Dis~bility and the University of 
California~ Berkeley, announced 
in October 1995 the first two 
recipients of the Ed Roberts 
Post-Doctoral Fellowships. They 
are: Harlan Hahn, a wheelch~ir 
user, who is professor in the 
Department of Political Science 
at the University of Southern 
California; and James Mullins, 
who has a spinal cord injury 
with tendon mobility impairment 
and chronic pain; and who most 
recently was research associate 
in the Department of Rehabili-
tation Education ahd Research at 
the University of Arkansas. 

Communications 

Corey Lynn Brown 
"1981-1995 

In the Fall of 1993, many
of us joined together in what we 
considered to be a successful · 
battle against the attempted 
placement of a "Do Not R~susci-
tate11 order.(a "DNR") on'-12-year 
old Corey Brown in the Lewiston, 
Maine, school system. Dr. 
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Richard Marsh, Corey's pedlatri-
cian, who claimed to have DNR's 
in place on Corey in all pen-
school settings, presented his 
argument as a "right to die" 
issue. Those of us opposed ·to 
Dr. Marsh's actions argued that, 
since Corey (who had cerebral 
palsy and scoliosis) was not 
terminally ill, and since Corey 
(who was·non-verbal and who had 
not been given access to 
assistive communication 
teichnology) was not asked her 
opinion on the matter, it. was a 
·11quality of life" judgment. 
After two months of iRtense 
debate, and faced with the 
threat of an ADA complaint 
(based on the Lewistort School 
Committee's denial of Corey's 
right to equit~ble services, 
including access to emergency 
medical care), the Committee 
reve~sed its earlier decision 
and removed a "no-CPR" order 
("no cardiopulmonary resusci-
tation") from Corey's file. 
Within the year, Corey's mother 
had taken her out of ,the 
classroom for· ~home schoolihg." 

:Corey Brown died on 
December 7, 1995, at the age of 
fourteen, after a three-day stay 
at st. Mary's Hospital in 
Lewiston. The local media 
reported the cause of death to-
be pneumonia, but they also 
noted that the DNR that had been 
placed.on Corey in the hospital 
had been "honored."_ 

.since public access to such 
information is denied, I do not 
know whether there are DNR's (or 
"no-CPR's") ori file at the 
hospital or in other non-school 
settings for any of Lewiston's 
other children with disabi-
lities. Dr. Marsh ·clai~ed 
during the School Committee 
debate that there were other 
chi ldr,en "waiting in the wings" 

for a decision on Corey. 
It was :my hope.that th~ 

1993 battle had succeeded in 
educating our community about 
the difference between disabi-
lity ·and terminal illness~ the 
distinction between "right to 
die" issues and "quality bf 

· life" j~dgments, and the rights 
of children (and adults) with 
disabilities to equal protection 
under state and federal law. 
Perhaps, though, we succe~de~ 
only in prote6ting children 
during the hours and days when 
they are present in school-~ 

. I deeply mourn the death of 
Corey Br.own, whose name we knew. 
and whose smil.e we ·saw on TV and 
in the print media •. Her lif~ 
had great value, and·· I pray that 
her death will have gr~at·v~lue, 
too, by unifying our efforts to 
protect the children "waiting. in 
the wings" here iri Lewiston, and 
there in your hometown - -the 
children whose names we do not 
know and whose smiles we have 
not yet seen. 

Elaine·Makas 
Lewiston, Maine 

Communication from Africa 1 

Vantage Computers is an 
organization of people wi~h 
disabilitiesltrained. in computer 
skills who have come together \ 
for the purposes of marketing 
their skills and training:other 
people with disabilities in 
computer skills for self 
reliance. 

Vantage Computers offers 
research support services such 
as coding of data, computer data 
entry, data analysis using SPSS 
software, and bulk typing.· It 
also offers all types of infor-
mation processing services. 
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Since research jobs and 
information processing activi-
ties are not many in Kenya, we 
have embarked on a project to 
export our services to the 
western world, especially the -
USA. There are many univer-
sities, institutions, organi-
zations, and people in the USA 
doing research who heed our 
services. 

We were informed that the 
Society for Disability studies 
is an organization of social 

, scientists studying the problems 
of disabled people. We also 
know that the Disability studies 
Quarterly goes to many scholars 
interested in the field. Since 
the cost of living and labour in 
~enya is·lower than in the USA 
we would be able to offer our 
services.at half the price in 
the USA including the.cost of 
communication. 

We feel that in this era of 
computer networking the distance 
from the USA to Kenya.need not 
be a barrier to securing jobs. 
We have excellent references 
from social scientists at the 
University of Nairobi. We look 
forward to your response. 

Christopher K. Karanja 
Vantage Computers 
P.O. Box 49102 
Nairobi, Kenya 
Africa 

The Society for Disability 
Studies 

The Society for Disability 
Studies. is a nonprofit 
.scientific and educational 
organization. It is a multidis-
ciplinary and international 
organization composed· of social 
scientists, scholars in the 
humanities, and disability 

rights advocates concerned with 
the problems of disabled people 
in society·. The purpose of the 
Society is to. bring together 
people from diverse backgrounds_ 
to share ideas and to engage in 
dialogues that cut across 
disciplinary backgrounds· and 
substantive concerns. The 
Society is committed to 
developing theoretical and 
practical knowledge about 
disability and to promoting the 
·full and equal participation of 
persons with disabilities in 
society._ · r 

The Society for Disability 
studies annual meeting is 
usually held in June of each 
year. Likely themes for 
disability studies papers or 
panels are topics such as 
policy, history, sexuality, law, 
culture, methods, politics, 
media,- literature, pedagogy, 
gender, self image, cross 
cultural studies, family, 
advocacy, activism, and related 
topics. 

Further information on 
memb~rship and the 1996 arinual 
meeting can be obtained by TDD 
at 617-523-3682 or by voice at· 
617-523-3429. The mailing 
address i$: Soci~ty for 
Disability studies, c/o 
Department,of Public Management, 
Suffolk University, Eight 
Ashburton Place, Boston, MA 
02108-2770 USA. 

Dues for membership in the 
Society are based on income and 
are as follows: 
Less than $15,000 $15.00 
$1~,000 - $30,000 "$25.00 
$30,·001 $45,000 $35.00 
Over $45,000 $45.00 
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Subscription ·Information 

Disability studies Quarterly comes out four times' a year. Each 
volume is the same as a calendar year. Although the Quarterly is 
associated with the Society for~ Disability Studies, the subscription 
price for the Quarterly is not included in the dues for the ·-society. 
However, members of ·the Society are entitled to a ·reduced rate. The 
prices for a one year subscription a·re as follows. 

Individual $35.00 
.Institution . $45. 00 
sos member $30.00 
Student $20.00 
Low Income what you can afford 

Additional postage: I 

Canadian subscribers by air $12.00 
Other international (not air}· $ 6.00 
Other international by air $16.00 

International subscriptions can be obtained by the exchange· of 
newsletters and/or publications relating to disability·. 

Please specify if you wish to receive the Quarterly on audio 
tape cassette, by email, or on diskette (IBM compatible WP5.1 and 
ASCII,.5 1/4" or 3 1/2", high density). There is no additional cost 
for an alternative format. 

The Samuel Gridley Howe Library in Waltham, Massachusetts, is 
the repository for past issues of Disability studies Quarterly. 
Irv's papers and books as well as:· the books, papers, and manuscripts 
of Rosemary and Gunnar Dybwad are also deposited there. Bonnie 
Stecher is the librarian at the Howe Library. The Library is 
available for research into a11· aspects of disability. 

Past' issues of Disability Studies Quarterly are·available'for 
$7.00. Please specify the theme of the issue and the volume and 
issue number. Your request will be forwarded to the Howe Library. 
The Winter issue of each volume is on general disability· issues. 
Past issues with a special focus: 
Technology (October 1984) · 
Developmental Disabilities (January 1985) 
Aging and Disability (April 1985) 
Work and Related· Disability Policies. (Summer 1985) 
Women, Disability, a~d Gender-Related.Issues (Spring 1986) · 
Media Depictions (Summer 1986) . 
Psychological Issues.(Fall 1986) 
Baby Doe and O:ther Neonatal Issues (Spring 1987) 
International comparative Issues in Disability (Summer 1987) 
Teaching Disability studies (Fall 1987) 
Self-Help and Independent Living (Spring 1988) 
Historic'al Asp~cts of Disability ( Summer 1988) 
School-Age Ch:l,ldren ~nd Disability (Fall 1988) 
The Experience of Illness and Disability (Spring 1989) •
Gender and Disability: Sexuality Reproduction Issues (Summer 1989) 
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Communications Technology & Hearing Impairment Issues (Fall 1989) 
Cross-Cultural - Comparative II (Spring 1990) 
Disability Demographics (Summer 1990) 
Media Depictions (Fall 1990) 
Bioethics (Spring 1991) 
Disability Policy {Summer 1991) 
Caregiving and Personal Assistance (Fall 1991) 
The Body (Spring 1992) 
Politics of Disability (Summer 1992) 
Assistive· Technology (Fall 1992) 
Rethinking Mental Illness from the In~ide (Spring 1993) 
Genetics (Summer 1993) 
Young Children (Fall 1993) 
Disability studies Revisited (Spring 1994) 
National Health care Reform (Summer 1994) 
AIDS (Fall 1994} 
Media III (Spring 1995) 
Religion, Spirituality, and Disability (Summer 1995) 
Disability Culture (Fall 1995) 

Checks for past issues or for subscriptions should be made out 
to the Disability studies Quarter.ly and sent to David Pfeiffer, 
Department of Public Management, Suffolk University, Eight Ashburton 
Place, Boston, MA 02108-2770, USA. 

Instructions to Guest Editors and Contributors 

· Please submit all material in IBM compatible format in. ASCII or 
Word Perfect 5.1. Material may be submitted either on 5 1/4" or 3 
1/211 disks. Do not use footnotes on the page or any imbedded n·otes 
because they will not print correctlye All notes (if used) must pe 
endnotes. If "References" are provided, all citations in the list 
must be included in the notes or the text. Any citation not included 

·will be deleted. If a "Bibliography" is provided (which includes all 
references), it can contain material not cited in the text .or the 
notes. Any appropriate and clear form of citation can be usedo 
However, it must be consistent throughout the material. 

Gender specific pronouns should be avoided unless appropriateo 
The form "people with disabilities" or something similar must·be 
used. Do not use contractions or slang unless it is in the original 
text which is being quoted. . 

Corrections of grammar· and syntax will be done, but every effort 
will be made to keep the original wording. Subheadings can be used, 
but remember that the published format is two columns so please avoid 
long subheadingso 

Work previously published must be so noted with a complete 
citation. If a copyright was obtained on the previously published 
work, written permission from the copyright holder must be-included. 
Previously published work is not encouraged. 

While there is no page limitation on individual contributions, 
authors should discuss the number of pages with the guest editora 
The overall issue length is dependent upon funding. 
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Contributors who are not subscribers are encouraged to 
subscribe. The editor will provide· a copy of an issue in which a 
non-subscriber's material appeared. Only-issues - not ·individual 
articles - will be provided. 

Authors are responsible for meeting these guidelines. G~est 
editors are responsible for enforcing these guidelines. The editor's 
decision in these matters is final, but the editor is very grateful 
to all contributors and guest editors for their hard work. 

Speciai Notice 

Since Irv Zola died many persons wondered about the future of 
the Quarterly. Disability studies Quarterly will continue. For the 
calendar year 1996 (and longer if necessary) I will be the editor of 
the Quarterly. The Steering Committee feels confident that 
subscription and other income will provide sufficient funds to pay 
for its publication. We are receiving some support from Suffolk 
University, but we need much more. ·· 

Please consider making a donation to ensure that the Quarterly 
will continue during this transition time. For persons (or . 
organizations) who can afford large contributions, please make one 
now. All donations are.welcome,_h~wever. Make the check payable to 
Disability Studies Quarterly and MARK ON IT DONATION. Send it to 
David Pfeiffer, Department of Public Management, Suffolk University, 
Eight Ashburton Place, Boston, MA 02108-2770, USA. Thank you. 

David Pfeiffer, Editor 
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