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Editor: Irving Kenneth Zola ( deceased) . · Managing Editor: Janet Boudreau 

Issue Theme: Generic 

Dear Reader, 

1995 will begin as usual with a generic DSQ. ·spring will/allow with Media Ill (Deadline March 
1, 1995)·with John Clogston (Dept. ofJournalism, Northern' Illinois UniPersity, DeKalb, IL 60115-2865. 
Tel 815-753-7008) and Beth Haller ofPenn State (37 S. 18th St., Camp Hill, PA. 17011. Tel 717-737-
9833) as coeditors. Summer 1995 will focus on Spirituality and Religiosity (Deadline }1111111, 1995) with 
Fred Hajferty (Beharioral Science, UniPersity ofMinnesota Medical School, Duluth, MN 55812. Tel 218-
726-1_144). 19,5 concludes with a Fall emphasis on Disability Culture (Deadline September 1, 1995) with 
Steven E. Brown as editor (Institute on Disability Culture, 2260 Sunrise Point Rd., Las Cruces, NM 88011. 
Tel/FAX/Tm 505-522-5225). . . 

Hope/ully by now you haJ'e receiPed your renewal forms for the 1995 season. Expenses are always 
increasing. Depending. on your subs~ription category, the increase may range from ll'fo to l 6'10. 

A.s always, bep-your suggestions ar,4 crilicisms coming. 

In Memorium To Our Editor 

On a· much sadder note. Some of you know and some df you are reading it for the first time. Our 
editor, Irving Kenneth Zola, passed away suddenly on December 1, 1994. · 

Dr. Zola meant many things to many different people. He was always there when you needed him 
to either advise, support, comfort or just to listen. He had a heart bigger than life itself and was _not afraid 

· to show it, which is quite -rare in today's world. . 
I can only speak for myself as I saw him day in and day out. In work he was a very forceful as well 

as resourceful person when it came to .fighting in what he believed in. He had more energy and spunk in his 
little finger than I have in my whole body. Many times I would have to remind him that there were only so 
many hours in a day, but he always accomplished exactly what he wanted to in less than that amount of time. 
On a personal level, he gave me. support during a really rough time in my life. He was supportive in-many 
other ways also. He taught me all.about the disability issues and kept me informed abnost on .a daily basis 
about what was happening or what. should be happening. He was a man of great fortitude and wisdom. · _He 
has created a great void in the disability field as well as many other areas he was involved with - a.void that 
cannot be. filled. I know I will never forget this great and yet gentle man. · 

Janet Boudreau 
Managing Editor, DSQ 



IN. MEMORY 

I~g Kenneth Zola was a mensch. He was warm, 
kind,. supportive, bright, energetic, admirably 
patient, exceedingly wise, ~d· a good ki~r. I 
mention this last attribute· not so much out of 
irrev~rence but because Irv, related to people in a 
highly personal and affectionate manner. I don't 
kiss many people, but then Irv was a hard guy to 

, refuse~ · 

This notion-of refusal is key to how I think ·about 
Irv. A major part of Irv's life and work was spent 
creating opportunities for people. To his students, 
Irv was supportive, encouraging,_ and enthusiastic. 
He · cared · about them deeply. To his academic 
colleagues, Irv provid~ the quiet mentoring and . 
behind the scenes orchestration that nourished and 
furthered our careers. To people in the disability 
community, Irv was a role model, a source of 
constant energy, and a -perpetual student as well as 
a facilitator. To those of us in the Society for, 
Disability Studies (SOS), he was a combination of 
Marlon Brando (The Godfather) and Aretha 
Franklin (the Queen of Soul). _ 

Over the past couple of months, I had occasion to 
talk with Irv several times on the phone about a 
number of topics.· Some of these conversations 
were pure fun, (teasing him about .a call I received 
from the FBI inquiring about Irv's character and 
suitability for a position on the National Council 
on Disabilities), some were about future academic-
type projects, and some were about more serious 
things like money ( my being the treasurer for' 

. SOS), and the future of DSQ, a publication that 
was near and dear to Irv's heart. I couldn't believe 
how untlappable-~and kind--Irv could be as we 
discu~ very sensitive issues about the future of 
SOS and DSQ. I told him how much I admired 
his evenness. I hope his example will be one part 
of Irv's legacies to me. , 

· We all have our Irvisms. I have five that are 
proving to be indelible. The first finds me at my 
inaugural SOS meeting. I had walked into one of 
the reception rooms and there, off to the side was· 
a large crowd. In the midst of it all sat an 
animated, perpetually smiling man, the obvious 
focus of everyone's attention--and desires. I asked 
somebody "Who?" and the name made me look at 
little closer. I had read some of his work in 

graduate school. "Wow," I thQught. "That's him," 
Later on that day I met him for the first time. I · 
remember his eyes and his smile the most. It was· 
when he said he admired my ·work and asked me 

· about one of my articles that I found myself being 
swept away. Being in love with Irv was like eating 
your favorite ice cream cone. What you got was 
wonderful and. while· it never seemed enough, it 
always managed to ,get yo_u · though -until the next 
visit. 

The last time I spent with Irv was at the American 
Sociological Meeting in Los Angeles this past 
August. We had gone off to one side of the book 
exhibit to talk about some SOS. and DSQ business 
when the visitations began. One by one, people 
drifted up to say hello or to ask a question. 
Although all of the interruptions made our own 
business decidedly choppy, being a t1y on the wall 
was fun. I can remember thinking that his entire 
life mu$t be one constant interruption ...yet for Irv, 
I don't think that this was how he thought .about it . 

. . Instead, I · like to believe that each conversation, 
each question, and each salutation was fused into 
a greater cosmic whole. Irv loved people and 
people loved Irv. It doesn't get more fundamental 
or basic than that. 

One of the things Irv and I shared was a- penchant 
for low literature, particularly. detective .novels. At 
one point, both of us were doing some work on 
"defective detectives" . and the depiction of 
disabilities in this particular genre. Every now and 
then · he would write or call about a book he 
thought I should read. Once, when I mentioned 

·that I was having trouble finding .a particular title, 
it arrived in the mail. But nothing equals the 
occasion when I mentioned being a root beer · 
addict only to receive a six pack of Irv's favorite 
local brew in the mail. Ah, Irv, you . were 
something special. It took me four years before I 
stumbled upon a local beverage in Duluth with the 
regionally popular name of "Killebrew" (for those 
ofyou who remember the Minnesota Twins slugger 
Harmon)...but that is another story. I also recall 
with fondness the time Cindy, Philip, and I (David 
wasn~t born yet) made our pilgrimage to Irv's anti-
hermitage on Waban Hill Road. I remember the 
large foyer, the kitchen of earthly delights, the 
rooms on many levels, meeting Amanda for an all 
too brief moment, and playing hide and seek with 

· 5 year old Kyra whose effervescent, laughter '· 

., . 
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haunts me .to this day. 

I ·suppose that in time this last Irvism will talce its 
proper place among the others, but right now it's 
the most.recent and therefore most evocative. On 
Thursday morning, that fateful December 1, I was 
working on a book review for DSQ when Holly 
called to tell me of Irv's death. The emptiness was 
bottomless. Virtually all of that day and a·good 
part -of that weekend was spent talking to mutual 
friends and colleagues and in the process 
discovering just how much of my own life, and 
others, had been touched by Irv. But it took 
Monday morning's mail to drive it all home. There 
among the university notices and academic junk 
mail was an envelope from Irv with a short note 
attached to something he thought I would like to 
see--part of another project we were working on 
and part of yet another opportunity Irv had 
created for me. 

This past year, I also had the opportunity to work 
with Irv on some autobiographical materials that 
would be used in support of his nomination for an 
important national award. The writing itself is 
formalized and stilted ( as it ofte~ must be for such 
a purpose) but I expect that it represents as close 
to an "authorized" statement about his work in the 
field of disability studies as we are likely to get 
from Irv. For this reason I thought it would be 
appropriate to share it with all of you; his friends 
and admirers. It appears below, unedited except to 
change verb tense and to link its three sections, 
covering the answers to the three questions put 
forth by the award's committee ( a brief 
biographical statement, the nominee's national and 
international contributions to the quality of life for 
people with disabilities, and the single most 
outstanding aspect oft.he nominee's contn"butions ). 
Most. of these changes were routine and non 
evocative, but I must confess to feeling 
uncomfortable when I shifted from the present to 
the past tense in those sentences that contained 
references to Irv's physical impairments. . Are the 
braces still there, !IV? Has the diabetes 
disappeared? Have the pains ceased? 

So there you are, Irv. Even in death, you remain 
the provocateur and teacher. For me, this is the 
legacy and the man. There are, no doubt, many 
more things that could be said about this 
extraordinary person, but given the space 

limitations imposed by the application form, this is 
what Irv finally approved. I would only like to add 
that, as always, Irv made pulling it together fun. · 
He was enduringly ·modest and .charmingly n:on 
presumptuous, but also quietly· certain about . his 
contributions .to the greater order of things. 

Irving Kenneth Zola was the Mortimer Gryzmish 
Professor of Human Relations at Brandeis 
University. Professor Zola was an internationally 
renowned sociologist whose academic work, 
personal life, and professional activities have 
come tQ reflect a profound, productive, and 
lifelong commitment to work on behalf of 
persons with disabilities. He was a link to the 
broader academic community as indicated by his 
decade-long chairing of the Department of 
Sociology at Brandeis, his being awarded the Leo 
G. Reeder Prize for contributions to medical 
sociology, and his recent election to the 
presidency of. the Eastern Sociological Society. 
Professor Zola has been the recipient of several 
awards for his work on behalf of persons with 
disabilities; including the Mary Switzer Scholar in 
Rehabilitation, the N. Neal Pike Prize Award for 
Service to the Handicapped, and the American 
College of Rehabilitation Medicine Coulter 
Award Lecturer. He was a founding member, 
chair, and board.member of several nationally 
recognized organizations including the Boston 
Self Help Center, The Society for Disability 
Studies, and the World Institute on Disability. 
He was an active . member of numerous national 
groups dealing with issues of disability and 
rehabilitation, testified many times before 
Congress on issues of disability, and played a 
direct role in the crafting of disability legislation 
from the creation of the National Institute of 
Disability and Research to the enactment of the 
Americans with Disabilities Act and current 
national health care reform. He was· involved in 
teaching courses on disability, self-help, and 
disability advocacy, and was directly involved in 
counseling work with individuals with disability 
and their families. He published hundreds of 
scholarly articles in the areas of disability studies, 
and physical and rehabilitation medicine. He was 
the author and editor of a dozen books including 
Missing Pieces: A Chronicle of Living with a 
Disability, and Ordinary Lives: Voices of 
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Disease and Disability. Professor Zola himself 
was mobility impaired as a result of polio and. an'/ .automobile accident, both during his teenage 
years.,. 

Irving Kenneth Zola's national and international 
contnbutions to the quality of life for people 
with disabilities spanned five decades and three 
distin~ but· significantly interrelated areas: 
academic scholarship, advocacy and activism, an~ 
direct clinical counseling. To these he brought 
his personal experiences with polio at the ~e of 
16, a serious automobile accident at 20 leaving 
him with mobility and residual impairments, as 
well as the accouterments of aging (arthritis), 
perseverance ( carpel tunnel syndrome), and 
genetics (Type II. diabetes). He occasionally 
,referred to these later additions as his "way of 
, keeping in touch" with the expanding grass-roots 
of the disability movement. 

Professor Zola's academic roots in the areas of 
disability studies and rehabilitation medicine 
were formed during his undergr~duate years at 
Harvard College and reflected an early interest 
in mental health, aging, and deviance and 
delinquency. These .roots were extended during 
his graduate years in Harvard University's 
Department of Social Relations. ·During this 
time he was a research,sociologist at the 
Massachusetts· General Hospital in the 
Department of Psychiatry and the Department of 
Medicine ( an appointment he held until his 
death). The recent publication of "Aging and 
Disability and the Home-Care Revolution" and 
"Toward the Necessary Universalizing of 
Disability Policy," brought him back to where he 
began--the field of aging. His classic book 
Missing Pieces is widely .acclaimed as having both 
legitimated and extended work on the experience 
of illness. Zola's interests in issues of social 
control, disenfranchisement, and chronic illness 
resulted in numerous publications including 
classic works on the influence of cultural factors 
in health and disease and the notion of 

· medicalization, a major sociological concept he 
first popularized in the early 1970s. His most 
recent work (1993) "Self, Identity arid the · 
Naming Question: Reflections on the Language 
of Disability" and "Disability Statistics: What We 
Count and What It Tells Us--A Personal and 
Political Analysis"· tackle two very important and 

controversial issues. Zola's writings incl.ude 
works of commentary as well as that of fiction 
(n~arly a dozen anthologized short stories), all 
making issues of disability more accessible to the 
non-disabled general population. Professor Zola 
~as the single most important social scientist in 
what has become known as the field of clisability 
studies. In a very real sense he was the 
"godfather" of this area. Professor Zola played 
a founding role in the major academic society for 
the study of disability (Society for Disability 
Studies). He was also the creator, publisher:1 and 
editor of the Disability Studies Quarterly. and 
was one of the first to organize an ongoing 
course on disability studies. In sum, it is not 
possible to undertake a serious discussion of this 
field without invoking both his name and his 
legacy. He was revered by his colleagues, all of 
whom have been the beneficiaries of his 
scholarship, his commitment, and his 
extraordinary character. He was a great person. 

aosely interwoven with his academic base was 
Professor Zola's role as an activist, organizer, 
and personal counselor. Since the early i960s he 
was a participant in, a formal observer of, and a 
trainee in varying kinds of therapy, encounter 
and consciousness raising groups and workshops. 
He helped to found Greenhouse Inc., a 
counseling center in Cambridge Massachusetts as 
well as the Boston Self Help Center. He played 
a vital 1and instrumental role in the overall 
independent living movement and held 
numerous memberships and directorships in such 
organizations. Zola's overall vision was to create 
counseling, advocacy, resource, and educational 
centers devoted entirely to and staffed primarily 
by people with chronic disabilities. Most recently 
he melded his academic, advocacy,· and 
counseling skills in the role of expert· witness, 
bringing an independent living perspective for 
those seeking legal regress for disability related 
injustices and injuries. In 1992, he was 
appointed to the Clinton Health Care Reform 
transition team. After that time he was an 
advisor to the Task Force and to the 
Administration on Personnel issues, to Senator 
Kennedy on long term care and disability issues, 
and a much sought after speaker ( over 50 talks 
in 1993-1994). · ' 

The single most outstanding aspect of Irving 
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Kenneth Zola's contn"butions was his unique 
.ability to combine the diverse elements of direct 
patient care and clinical counseling, advocacy and 
activism, and academic scholarship in his ongoing 
quest to improve the quality of life for people 

· with disabilities. ·In the fields of rehabilitation 
medicine, chronic care, and disability studies 
Professor Zola was a true renaissance persono 

Most recently .Professor Zola was a pivotal figure 
· .in a number of precedent ~tting discrimination 
· and tort court cases involving the rights of 
persons with disabilities. These efforts extended 
in two directions~ First, he attempted, through 
both his testimony and his teaching (see below) 
to shift the notion of damages away from its 
traditional characterization as something that 
resides within the disability itself ( as a 
physiological sense), and instead reshape it as 
something that resides within social and 
economic frameworks. Professor Zola attempted 
to interject into the realm of jurisprudence 
something that has been long established in the 
area of disability studies, that be~g the 
distinction between impairment ( something 
physiologically based) and disability ( something 
grounded in the social and economic 
environment). 

Second, Professor Zola attempted to transform 
the way disabilities are portrayed in the 
courtroom. Plaintiffs long have been urged by 
attorneys to exhibit themselves as helpless victims 
or damaged cripples, thus, the logic follows, 
maximizing their chances of winning a favorable 
judgment. The notion of the disabled as 
vulnerable, weak, and essentially dependent 
transforms their quest for redress into a series of 
degradation ceremonies and exercises in 
humiliation, all for the sake of an outmoded and 
ultimately d~aging conception of what it "must" 
mean to be disabled. Professor Zola challenged 
both the necessity and the "rightness" of this 
approach. 

Characteristic of his far reaching vision and life 
as an academic, Professor Zola offered · 
workshops for both attorneys and other potential 
expert witnesses designed to introduce them to 
some of the issues outlined above. Perhaps then, 
it was in his role as teacher, and thus a role 
model for both the disabled and the non-disabled 

alike, that Professor Zola has made his single 
most outstanding contribution to improving the 
quality of life for people with disabilities. As has 
been true of his working life, Professor Zola 
continued to seek synthesis among the elements 
of counseling, advocacy, activism,--and academic 
scholarship on behalf of people with disabilities. 
His most recent efforts in the area of 

:. , · jurisprudence continued that commitment and 
thal legacy. ( Fred Hafferty~ University of· 
Minesota - Duluth, School of Medicine, Duluth, 
MN).· 

May his memory be an abiding blessing to us all. 

Scholar, Activist, and Friend: Remembering 
Irving Kenneth Zola 

Ever since I agreed to write something 
for DSQ about its founder, I have wondered 
what I could possibly say -- especially in this, his 
beloved journal, a journal that I and hundreds_ of 
others view as far more than just one piece of 
professional literature -- to adequately celebrate 
and honor him. My words won't be adequate, 
but I am privileged to add some to the many that 
deserve to be said and written to thank Irv for all 
he did for those of us who care about social 
causes, especially the field of disability studies 
and disability rights. Created and nurtured by 
Irv, DSO stands as a testimony to his remarkable 
talents for scholarship, activism, and linking like-
minded people from all over the nation and the 
world. ore than any other journal or 
organization, DSO has created a network of 
scholars who care about health policy, alternative 
medicine, and all aspects of disabilityo 

Irv could create this journal, and could 
be the chief promoter of the field of disability 
studies because he came to disability. as a 
respected medical sociologist and a veteran of 
activism in progressive causes. is humor, 
gregarious personality, willingness to make his 
home or conference hotel room a gathering place 
for the personal as well as the profe~ional and 
political coalesced in bringing together people 
with disparate backgrounds who discovered they 
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had commitments .and. interests in common. One 
of those commitments became a loyalty to· and 
deep affection for Irv himself. He had time to 
nurture budding students from all over the 
country, not just Brandeis, who were discovering 
disability issues; he built bridges between feminist 
and disability communities, between scholars and 
activists, between doctors. and those with reason 
to be suspicious of the medical profession. 

' As there seemed n<>· limit to his energy 
and time for people who sought his guidance 
about their professional lives, there seemed an 
equivalent investment in people's personal 
struggles, . especially. around chronic illness and 
disability. Countless students, realized that they 
had personal issues to confront about increasing,' 
or newly-diagnosed conditions, or the' ones they 
had always lived with but never acknowledged. 

. rv could make disability tolerable 
because he demonstrated how to live with it, and 
how to comfortably integrated it into every 
aspect of life· without letting it overwhelm his life. 
To publicize how ubiquitous disability was in the 
world, and the degree to which disability had 
ramifications for activities and relationships, he 
publicized his own struggles in news account of 
making his home physically accessible, and in 
many stories and talks about life as a friend, 
partner, and parent with a disability. is candor, 
humor, sadness, anger, and frustration are all 
there in those stories demonstrating his own 
humanness and making disability human (but not 
strange) for professional and lay audiences alike. 

I'll miss our spirited discussions, his help 
and friendship, and his stamp on SOS meetings 
and in DSO. I am one of the hundreds who 
owes a debt to Irv, and now that he is not here 
to thank, I will have to thank. him by trying to 
live up to his example of integrating th~ · 
personal, the scholarly, and the political. Irv 
knew how to laugh and cry about disability was 
curious about how it manifested itself in family 
life and in crime mystery movies, and fought to 
make life easier for people with disabilities by 
influencing policy and politics .. · I'm not sure we'll 
ever know how much work he did for health care 
reform, or how much he served a behind.;the-
scenes adviser to state and federal policy makers. 
He has set me and all of us a remarkable 
example. It will take several people to keep 

· DSO alive; that fact Ione tells us how much we 
owe to our mentor, colleague, and friend. · 

(Adrienne Asch, Well~sley College, Wellesley, 
MA). . ,, 

ADOPTION AND DISABILITY . 
PARENTS WITH DISABILITIES/CHILDREN 

WITH DISABILITIES 

Overview: In the broadest sense, 
adoption can be defined as the voluntary 
assumption of parental responsibility for a child 
for whom one is not a biological parent. The 
practice of adoption is ancient--probably as old 
as the human practice of living in groups. · 

Adoption need not involve the legal 
system. Indeed, most adoptions take place within 
kinships, often without seeking formal legal 
sanction; a name change may or may not be part 
of the adoption agreement, but a name change is 
a simple and relatively informal· process. 

If an adoption is to be finalized in court, 
however--and for adoptions involving parents and 
children who are not akeady kin to each other 
this legal formalization. is a safeguard--then the 
state government will be a party to the process. 
Adoption in the law is entirely a construction of 
statute, and is separately regulated state by state. 

In any adoption there are three parties, 
·or sets of parties, who are the primary actors. 
For the narrow focus of this review, any or all of 
the individuals who are parties may have 
disabilities. 

First, the birth parents: In the 
US, according to Constitutional interpretation, it 
is not enough to have only the birth mother 
release the child for adoption; the father must 
also always be permitted the right to raise the 
child himself, or if this is not his choice he must 
give a written release for the child's adoption. So 
for children born in the US'there are always two 
birth parents involved in an adoption, whether 
the two parents be together or separate. at the 
time the adoption is being arranged. 

Second, the adoptive parent(s ): 
This may be single man or woman, or a married 
couple, or a couple who cannot by law be 

. ' married (that is, a gay or lesbian couple) who 
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must therefore apply for an adoption as if only 
one member of the partnership were involved in 
the assumption of parenting responsibilities. , . 

Third, of course, there is the 
child who is being adopted. 

· In addition· to· these. parties intrinsic to 
the adoption, there are other parties who may 
facilitate or handicap the adoption process, such 
as state employees of state agencies; policy-
makers for private, state licensed agencies; , 
lawyers and other professionals whcf may (in 
some states, but not in Massachusetts) arrange 
"independent" or non-agency adoptions; and 
social workers who may contract to do 
homestudy assessments for _agencies or for 
independent adoption professionals. 

Birth parents: Birth parents with 
disabilities are much like all other birth patents; 
that is, offering a child for adoption comes about 
either because there is an unexpected/ unwanted 
pregnancy (and a decision not to have· an 
abortion), or because. parental circumstances 
change or there is some other reason why taking 

,. care of the child seems to be not best for· the 
,child. 

In one respect, however, a· birth parent 
with a disability is different from other birth· 
parents: family, friends, support networks~1 and 
interested professionals may be particularly 
negative, discouraging, and dismissively 
judgmental about the possibility that the birth 
parent with a disability may be able to bring up 
the child. Thus a parent with a disability who . 
bears a child may be ·automatically assumed not 
to be. capable of child-rearing, and may be at risk 
of an almost threatening insistence that the child 
be offered for adoption. 

In most states at the present time there 
is strong public policy in favor of keeping 
families intact. H this. policy is put into action 
there will be an easily accessible· variety of 
empathetic and facilitative counseling resources 
to assist the birth parent with a disability in 
making a decision about adoption. 

Prospegive adoptive parents: Adults 
with_ disabilities who wish to adopt are much like 
all other prospective adoptive parents--except 
that many private agencies set policies that 
discourage or virtually exclude persons with 
disabilities from applying for adoption services. 
On the one hand a blatant, forthright policy _of 
excluding prospective applicants with disabilities . 

would not withstand a legal challenge; on the 
other. hand a private agency, once licensed, has 
broad discretion to accept or reject applicants :On 
grounds of "clinical judgment." And, or course, if 
one's goalJs-to.:adopt a child one would rather 
not be sidetracked by the necessity for a lawsuit! 

· The process of becoming an adoptive 
parent usually involves the following steps: 

1) Locate a resource whom one can trust 
to give helpful advice. 

2) Marshall your support group(s): 
family, friends, and formal or informal groups of 
prospective adoptive parents and people with 
disabilities who are engaged . in child rearing. 

3) Decide on a source for the child: ·very 
broadly, the choices are; 

(a) The state child-welfare 
agency, which will have available some newborns 
and some infants, and some recently orphaned 
older children, but mostly older. children with 
"special needs" (see 1,elow); usually a lengthy 
time pe_riod, but relatively little cost, will be 
required. 

(b) A private agency that can 
arrange contacts between birth parents and 
prospective adoptive parent(s); in most instances 
birth parents choose adoptive families for their 
children, and families in which there is a person 
with a disability will not always be readily 
chosen by birth parents. 

(c) A private agency that can 
arrange placement of a child from a foreign 
country (usually a developing country), in 'Yhich 
case the mother releases the child for adoption 
and a direct assignment is made by agency 
personnel. 

4) Choose an agency to do the 
homestudy; this agency may be the same as the 
agency that can arrange the placement, or it may 
be a different agency. (A homestudy agency must 
be Ucensed in the state iri which the prospective · 
adoptive parent resides.) In any case, this is 
the point at which it is essential to ascertain both 
the -formal policies and the covert biases of the 
agency-and of the specific social worker--who 
will do the homestudy. 

A homestudy ought, ideally, to be not 
just a process of evaluation of the prospective 
adoptive family's plans for· adoption, but also a 
source of information, education, · and support 
through what is· likely to be a lengthy and 
sometimes arduous process. 
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While homestudy parameters can vary 
from one agency to another, the following areas 
are usually considered for all applicants: the 
maturity of the applicant(s); income; child-
appropriate space (indoors and out-of-doors); the 
probability that there will be sufficient energy, 
attention, and affection for child-rearing; the 
childhood experiences of the prospective 
adoptive parent(s) and their likely aftermath; 
knowledge about child development and child 
rearing; the prospects for parental illness and/or 
death, -and contingency plans for the child; and a 
criminal-record check. In the event that a 
prospective adoptive parent is rejected on· the 
basis of the homestudy, a formal appeal process 
can be pursued. 

Children with disabilities: In the not-too-
distant past most children with disabilities were 
rejected for adoption and consigned instead to 
permanent foster or institutional care; today 
these children are increasingly likely to be 
offered for adoption. Attitudes about these 
matters began to shift after the Second World 
War, when public sympathies for wounded 
veterans seemed to enlarge the possibilities for 
understanding people with disabilities not the 
result of war wounds. 

In the same period there was a great 
increase in numbers of adoptions ( 60% overall 
from 1944 to 1951, and 85% for non-kin 
adoptions) and a better understanding of the 
advisability of permanent placement of children 
at the earliest age possible. These factors 
combined with the result that more children were 
being offered for adoption, foreseeable 
disabilities were less often cited as 
disqualifications for adoption availability' and 
·early and expeditiously-arranged placement--even 
before it was possible to be certain about the 
likely extent of a child's disability--was more 
often a stated goal of child welfare policy. 

These policies and goals have, if 
anything been strengthened in the years since the 
end of the Second World War, but they are still 
too often honored only in the breach. Among 
the admitted problems in the adoption of 
children with disabilities are these: 

1. It is still true that a relatively high 
proportion of prospective adoptive parents are 
seeking the "perfect child." Although there are 
no studies on this point, it appears that the most 
common background for families that seek to 

adopt a child with a disability is successful 
experience in parenting other children, with a 
desire to extend their parenting or nurturing 
capabili~ · 

2. Most children with disabilities who are 
available for adoption are on the rolls of the 
public (government supported) adoption 
facilities, probably because private placement 
agencies recognize the connection between 
willingness to pay their higher fees and· the desire 
for a non-disabled ( or "perfect") child. As a 
consequence most children with disabilities are 
adopted into families with relatively limited 
financial means. 

3. All states, and since 1980 the federal 
government as well, offer financial supports to 
families willing to adopi children with "special 
needs." The laws authorizing these supports have 
been written primarily to encourage permanent 
placement (that is, adoption) rather than foster 
care for children who have been abused in one 
way or another, intentionally or by the hardships 
of their birth families' living circumstances. The 
laws were not designed with the needs of 
children with disabilities in mind; as a 
consequence there are cert~ eligibility 
requirements that may be difficult for the child 
with a disability to meet--such as poverty in the 
child's birth family. 

However, there are also appeals 
procedures that can be used to challenge such 
restrictions. Supports that are available in most 
states include once-only adoption costs, direct 
cash subsidies, medical care, and various social 
services. Some supports are available from the 
state, and others through the federal Adoption 
Assistance and Child Welfare Law of 1980, PL 
96-272. \ . 

An Adoption Assistance Agreement 
should be tailored to the circumstances of the 
child and the adopting family; this agreement 
must be written before legal finalization of the 
adoption is accomplished. , 

4. Although it· is documented that 
prospective adoptive parents urgently want all 
information that is available about the child to be 
shared with them, it is alSQ known .that they value 
early. placement over -a policy of "waiting to see 
how bad" the child's disability might be. On this 
score adoption professionals sometimes fail, 
either by not sharing all available information 
with the prospective adoptive parent(s), or by 
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slowing the adoption process and frustrating the 
goal of a placement as early as possible, even· 
though early placement is known to be of benefit 
to both the child and the adoptive parent(s). 

BmUOGRAPBY: ADOPrION AND 
DISABWTIES 

Anderson, H. The Disabled Homemaker. 
Springfield, IL: Charles C. Thomas, 1981. 

Buck, FM, Hohmann, OW, Parental disability 
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3:209, 1983. · 

Conine, T. Aids and Adaptations for Parents 
with Physical or Sensozy Disabilities, 2nd ed. 
Vancouver, \ 
Canada: School of Rehabilitation Medicine» 
University of British Columbia, 1988. 

Finnegan, J,~ Shattered Dreams--Lonely Choices. 
Westport, CT: Greenwood Publishing Group, 
Inc., 1993. 

Franklin DS, Massarik F, The adoption of 
children with medical conditions, Child Welfare, 
48(8):459-67, 489(9):533-9, 48(10):595-601, 1969. 

Hollinger JH, ed., Adoption Law and Practice. 
·New York: Matthew Bender, 1993. 

Kopala, B and Egenes, KH, The physically 
disabled parent: assessment and intervention, 
Top. Qin. Nurs. 6:10-18, 1984. 

Kopala, B, Mothers with impaired mobility speak 
out, Maternal Child Nurs., 14:115-119, 
March/April 1989. 

Pischke,· ME, Parenting with a disability, 
Sexuality and Disability. 11(3):207-208, 1993. 

Rosenthal JA, Groze V,' Aguilar no, Adoption 
outcomes for children with handicaps, Child 
Welfare, 70(6): 623-36, 1991. 

Westhues A, Cohen J, Preventing disruption ,of 
special-needs adoptions, Child Welfare, 64(2): 
141-SS, 1990. · 

White OW and .White NL, The adoptive process: 

challenges and opportunities for people with 
disabilities, Sexuality and Disability, 11(3):211-
219, 1993. 

Also· see the periodical Accent on Living for 
numerous articles on parenting by adults with 
disabilities.· 

. Also· see the periodical Exceptional Parent for 
numerous articles on bringing up children with 
disabilities. 

Februaey 16-21, Atlanta, GA. Ameri~ 
Association for the Advancement of Science 1995 
Annual Meeting. Theme: Unity in Diversity.· 
Contact: .AAAS, Membership/Meetings -
Department, 1333 H Street, NW, Washington, 

. DC 20005; Phone: (202) 326-6450; FAX: (202) 
289-4021. 

March 1-5, Environmental Design 
Research Association, 26th Annual Conference; 
Boston, MA. Contact: EDRA, P.O. Box 24083, 
Oklahoma City, OK 73124; 405/843-4863, Fax 
405/843-4863 e-mail jmay@rex.uokhsc.edu 

March 13-14, National Conference on 
Health Status Measurements and Ethnicity. 
Boston, MA. Contact: Marianne Hedin, 
Functional Outcomes Pgm, The Health Institute, 
New England Medical Ctr.,· 750 Washington St., 
Box 345, Boston, MA 02111; 617/636-8630. 

March 27-31, International Federation of 
Physical1_-Medicine and Rehabilitation 
(IDFPMR), Sydney, Australia. Contact Dianna 
Crebbin Conferences, PO Box 629, Willoughby 
NSW 2068, Australia; Tel: +61 (02) 417-8525;. 
FAX +61 (02) 417-8513. 

March, International Symposium on . 
Cultural Psychiatry, Lahore,, Pakistan and. 
Chandigarh, India. Contact: Wolfgang G. Jilek, 
Director of Psychiatry, University of British 
Columbia, Vancouver, BC Canada V6T 2Al. 

March 29-April 2, Society for Applied 
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Anthropology, Annual Meeting, Albuquerque, 
NM. Theme: "Environment, Development and · 
Health"" Contact: Jeanne Simon~lli, Dept. of · 
Anthropology, SUNY-Oneonta, Oneonta, NY 
13820; 607/436-3226, (h) 607/432-8664, e-mail 
simonejm@snyoneva.cc.oneonta.edu 

March 30-April 1, Conference in 
Washington, D.C. cosponsored by tlle American 
Association of Retired Persons (AARP), the 
Consortium for Citizens with Disabilities (CCD), 
the National Institute for Dispute Resolution 
(NIDR), and the American Bar' Association's 
Dispute Resolution Section, Commission on 
Mental and Physical Disability 1..aw: and 
Commission on Legal Problems of the Elderly 
will be held on Disability, Aging, and Dispute 
Resolution. Contact: Collaborative Approaches 
AARP·Consumer Affairs, 601 E Street, NW, 
Washington, DC.20049. 

March 31 - April. Washington, D.C. 
The University of Florida Health. Science Center, 
The American Medical Association and The 
Hastings Center are planning) a conference, 
Ethical 
Issues in Health Care Reform: The Search for 

· New Solutions. Contact Bruce Jennings, 
Executive Director, The Hastings Center, 255 
Elm Road, Briarcliff Manor, NY 10510; tel: 914-
762-8500; Fax: 914-762--2124. 

April 11-13, International Conference on 
Building Identities: Gender Perspectives on 
Children and Urban Space. Amsterdam, 
Netherlands. Contact: Else Rose Kuiper, P.O. 
Box 16625, NL-1001 RC, Amsterdam, The 
Netherlands; 31--20-624-7743, Fax 31-20-638-4608. 

April 21, "Not MY Child! Resource 
Allocation and Individual Clinical Decisions," 
conference in Minneapolis, MN. Sponsored by 
Minneapolis and St.·Paul Children's Medical 
Center and the. Cent~r for Biomedical Ethics, 
University of Minnesota. Contact: Don 
Brunnquell, Minneapolis Children's Medical 
Center, 2525 Chicago Avenue So, Minneapolis, 
MN 55404. Telephone (612) 863-6100, of.FAX 
(612) 863-6912. 

April 26-30, Association for Death 
Education and Counseling a (ADEC) 17th 

Annual Conference, Miami, FL. Theme: 
Weaving Our Tapestry: Common Threads Across 
the Lifespan. Contact: Susan C. Slaninka, 
Department of Nursing West Chester University, 
West Chester, PA 19383. 

May 11-14, Pittsburgh. The American 
Association for the History of Medicine annual 
meeting, campus of the University of Pittsburgh. 
The 1995 meeting will include the AIDS History 
Group, East Asian History of Medicine Society, 
Medical Museum Association; Society for 
Ancient Medicine, Association for the History of 
Chiropractic,· Alcohol and Temperance History 
roup, among others; the International Society· for 
History, Philosophy,,and Social Studies of 
Biology and the European Association for the 
History of Medicine and Health are also 
expected to participate. For information: Dr. 
Jonathan Brien, LAC Chair, 123 Northview 
Drive, Pittsburgh, PA 15209; email 
jon@med.pitt.edu. 

.lune 9-14, '95, RECREAbility, 
./ 

Recreation and Ability: Explore the Possibilities! 
Vancouver Trade & Convention Centre, 
Vancouver, BC,·Canada. RESNA, an 
interdisciplinary association for the advancement 
of rehabilitation and assistive technologies brings 
together all persons who are involved in the use, 
development arid delivery of rehabilitation and 
assistive technologies. Contact: RESNA, Suite 
1540, 1700 North Moore St., Arlington, VA 
22209-1903, 703-524-6686. 

.July 18-21, 12th Annual Summer Series 
on Aging. Hyatt Regency Hotel,. Lexington, 
Kentucky. Spopsor: Sanders-Brown Center on 
Aging, University of kentucky, Lexington, 
Kentucky. Contact:. Madelene A. 
·Umscheid.Sanders-Brown Center on Aging; (606) 
257-8301. 

November 19-23, Fifth Asia/Oceania 
· Regibnal Congress of Gerontology. Hong Kong. 
The theme of the Fifth Asia/Oceania Regional 
Congress of Gerontology will be 'Total Care of 
the Elderly--A Multidisciplinary Approach." 
Areas: biology of aging, clinical medicine, social 
and behavioral science, policy and planning, and 
interdisciplinary. cooperation. Contact: Daniel 
Cheung, Gardiner-Caldwell Communications, 
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Ltd., 2403 Tung Wei Commercial Building, 109- · 
111 Gloucester Road, Wanchai, Hong Kong. 

In late 1993, Exceptional Parent 
Magazine initiated a new department called 
Research.· During 1994, this irregular 
department has included articles on new 
therapies for children with adrenoleukodystrophy 
(February), brain differences in autism (March) 
and parental views on advocacy (May). In 1995, 
we hope to include Research in every monthly 
issue. We invite individual researchers and 
research teams to submit articles reporting on 
research that would be of interest to parents of 

· children. with disabilities. Because of space 
limitations, we must restrict the length of these 
articles to 1000 words. 

Articles should be written in a reader-
friendly, straightforward, jargon-free style. It is 
not necessary to include citations, statistical 
measures or bibliographies unless they are 
essential to understanding the research. At the 
same time, we would like authors to submit 
additional details about methodology and data 
analysis so that we, in conjum;tion with our 
Editorial Advisory Board and other colleagues, 
can be confident that appropriate research 
methodology was used and that conclusions are 
supported by the data. Each article should also 
provide a mechanism for readers to obtain more 
detailed reports if desired. Along with each 
article, please submit a short author biography 
(no more than 50-75 words) including any 
necessary information about research support. 
We would also appreciate photographs or other 
art with which to illustrate the article. 

To submit an article for the Research 
Department, send your article to: Kim Schive, 
Research Department, Exceptional Parent, 209 

· Harvard Street, Suite 303, Brookline, MA 02146. 

Deadline: November 15. June 22-25, 
1995, American Congress of Rehabilitation 
Medicine 72nd Annual Meeting: Paradigms of 
Care. Hyatt Regency Crystal City, Arlington, 
VA. For more information contact: Sharon R. 

Lunn, Director of Edu.cation, ACRM 5700 Old 
Orchard Road, First Floor, Skokie, .IL 60077-
1057. 708-966..0095, Fax 708-966-9418. 

_ Deadline: January 31. August 18-20, 
1995, The Society for the Study of Social 
Problems 1995 Annual Meeting; Troubled Times: 
The Problems and Prospects of Urban Society at 
the End of the Twentieth Century, ·.Washington, 
DC. We will not only focus on the critical . 
condition into which· our central cities have fallen 
at century's end, but we will also take a critical 
look at how the escapist politics of the suburban 
fringe have limited the prospects for fundamental 
change in urban policy. Whereas sociological 
inquiry has largely abandoned the simplistic, 
ideologically-loaded metaphors of pathology and 
urban decay, these narrow images still constrain 
public discourse and political debate on . problems 
of the inner city. Thematic sessions will feature 

, recent scholarship which has shown how urban 
troubles are products of the normal workings of 
post-industrial capital mobility, racial politics, the 
feminization of poverty, and "cost=effective" 
control and management of problem populations~ 
We will also consider the implications of 
sociological thought for plans of action that 
would move beyond these troubled times, that 
would overcome structural barriers and transcend 
policies of neglect which have stifled opportunity 
and progress in the inner city. All proposals 
related to this year's theme should be sent to 
Patricia Martin, Program Chair. Papers of 

· appropriate length for a 15-20 minute 
presentation are due to session organizers no 
later than January 31, 1995. Ideas for paper 
sessions, poster sessions, gerformances, panels, 
workshops, film and video screening or other 
events related to the theme should be sent to 
Patricia Martin no later .than January 31, 1995. 
Patricia's address is: Department of Sociology, 
Florida State University, Tallahassee, FL 32306-
2011. She can be reached by phone at: (904) 
644-6416; Fax (904) 644-6208. Her email address 
is: PMARTIN@COSS.FSU.EDU. 

Deadline: February 3. A conference 
titled Ethics, Medicine, and Health Care: An . 

, Appraisal of the Thought of H. Tristram 
Engelhardt will be held Friday ~ptember 29 
through Saturday, September 30, 1995, at 
Youngstown State University in Youngstown, 
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Ohio. The conference is convened in recognition 
of the Second Edition of Engelhardt's The 
Foundations of Bioethics. The conference will 
. consist of plenary sessions (featuring James 
Nelson, E. Haavi Mooreim, Stanley Ha,uerwas, 
Kevin Wildes, S.J., and H. Tristram Engelhardt), 
paper .sessions, and poster sessions. Abstracts of 
papers to be read and poster sessions to be 
displayed at the conference are invited. 
Constructive and critical proposals from. all 

·points of view are welcome on Engelhardt's 
bioethi_cs ethics philosophy, theology, political 
and sotjal theory, philosophical anthropology, 
and theories of medicine and health care. 
Proposals on specific bioethical issues and topics 
in light of Engelhardt's thinking are also 
welcome. Following the conference, papers will 
be considered for publication. Proposals may be 1 · 

up to 500 words. Mail or fax abstracts to: James 
E. Reagan, Ph.D., Center, for Ethics, St. 
Elizabeth Hospital Medical Center 1044 Belmont · 
Avenue, Youngstown, OH 44501-1790. For 
further information, Phone (216) 480-2265 or 
Fax (216) 480-2957. 

Deadline: Open. The editors of the 
Anthropology & Bioethics Newsletter invite short 
descriptions of current, recently completed, or 
proposed research germane to members of the 
Anthrqpology & Bioethics Interest Group. 
Contnoutions ( of 500 words or less) might 
descn"be·. ongoing research in medical/cultural 

. anthropology, ethics,· philosophy, or other areas 
relevant to the intersection of anthropology and 
bioethics, as well as discuss ethical dilemmas 
encountered in conducting research in this 
domain. · 

Please send typed, double-spaced copy, 
accompanied by floppy disk if possible~ to: 
Patricia A. Marshall, PhD, Medical Humanities 
Program, Stritch School of Medicine, Loyola 

· University of Chicago, 2160 South First Avenue, 
Maywood, IL 60153. (708) 327-9201 Fax: (708) 
327-9202 or Bette-Jane Crigger PhD, The 
Hastings Center, 255 Elm Road, Briarcliff 
Manor, NY 10510. (914) 762-8500 Fax (914) 
762-2124. 

Women's Health: Research on Gender, 
Behavior and Policy is a new scholarly journal 
dedicated to advancing knowledge of the 
psychological, social, and cultural pr~s that 

affect women's physical health, and how gender 
influences -health-behavior relationships, illness ' 
and health care. Beginning publication in March 
1995, it will provide a unique publication outlet . 
The diverse topics and methodological 
approaches that can be considered under the 
heading of women's health have led both to a 
growing literature and new research efforts 
aimed at informing health policy. The journal 
encourages. submissions from a diverse range of 
behavioral and social science disciplines, 
theoretical perspectives, and methodological· 
approaches. The quality and appropriateness of 
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conceptualization and method are more 
important than any particular perspective or 
methodology. ·The pri~ary intent of the journal 
is to publish original research, but the journal 
also will publish theoretical and review articles,· 
methodological articles, and policy ~alyses that 
represent integrative advances for understanding 
women's physical health. eo·ntact Kathleen 
Dolan, Lawrence Erlbaum Associates, Inc. 365 
Broadway, Hillsdale, NJ 07642; or Tracey A. 
Revenson, Editor, Box 335, The Graduate School 
and University Center, City University of New 
York, 33 West 42nd Street, New York, NY 
10036-8099, e-mail_: tar@timessqr.gc.cuny.edu•. 

On October 18, 1994, the Fifth Annual 
National Easter Seal Society EDI Awards 
honored members of the media, advertising and 
entertainments industries whose work has 
furthered the Easter Seal mission of ~quality, 
gignity and independence for people with 
disabilities. The 1994 EDI Award Winners were: 
Photography: Los Angeles TimesNentura 
County Edition,. "The Stretch." Print Journalism: 
Child Magazine, "Exceptional Families;" Courier 
News, "A World Apart;" The Dallas Morning 
News, "A Rough Ride;" Flower and Garden 
Magazin~, "Ruby's Spiral Garden"; People 
Magazine, "Man in the Driver's Seat"; Skiing 
Magazine, "A Primer for Normies"; The 
Spokesm~ Review, "State of Neglect"; Time, 
"AIDS"; USA Today, "A Cassroom Cash: 
Where Should Disabled Kids be Taught?"; U.S. 
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News and World Report, "Separate and 
Unequal"; Vanity Fair, "Silver Palate Survivor"; 
The Washington Post, "Overcoming Disabilities". 
Broadcast Journalism: ABC World News Tonight 
·with Peter Jennings, "Alzheimer and 
Grandchildren: Someone to Stand By You"; 
Broadcast News Network, "Disabled Dollars/ 
CBS News, "48 Hours: Ready for Love?," CBS 
News Sunday Morning, "To Be Heard," WXIA-
TV/Atlanta, "Patenting with Disability". 
Broadcast Advertising: Anheuser Busch, Inc., · 
Agency: D'Arcy· Missius Benton Bowles, 
"Working Together," Target Stores, "Valentine's 
Day/Happy Couple," Wal-Mart Stores, Inc., 
Agency: GSD&M Advertising, "Mitch"" Print 
Advertising: Cellular One/McCaw Cellular 
Communications, Agency: Moffatt/Rosenthal 
Advertising, "Spetjal Services Brochure"; Quickie 
Design, Inc., Agency:. Hammerquist & Saffel, 
"Get Out ·There"; Toyota Motor Corporate 
Services, Agency: Oasis, "Kelly Ann." Public 
Service Announcement: American Foundation 
for the Blind, Agency: Backer Spielvogel Bates, 
~e Help Those Who Cannot See, Live Like 
Those Who Do." Television Programming: 
Castle Rock Entertainment, Seinfeld/'The Lip 
Reader," Children's Television Workshop, 
Sesame StreetrTarah's Big Race," David E. 
Kelley Productions, 20th Century-Fox Television, 
Picket Fencesf'The Dancing Bandit," O'Hara-
Horowitz Productions, "Moment of Truth: To 
Walk Again", Pipeline Productions, Northern 
ExposurefGrand Prix". Special EDI Awards: 
AT&T Global Information. Solutions, "Project 
Freedom," Jason Kingsley and Mitchell Levitz, 
Harcourt Brace & Company/Count Us In: 
Growing Up with Down Syndrome, The Little 
Tikes Company/Wheelchair, Ramp and Friend, 
Ron Mace and the Center for Accessible 
Housing/Universal Design, Major League 
Baseball/Accessible Stadiums, Karen Meyer and 
WLS-TV/Chicago/Weekly News Segments about 
Disability Issues. EDI Awards for Corporate 
Leadership: Dayton Hudson Corporation, 
Marriot International, Nations Bank 
Corporation. 

Media Award from The President's 
Committee on Employment of People with 
Disabilities. WHO AND WHY: The President's 
Committee on Employment of People with 
Disabilities sponsor's media awards to honor 

excellence 'in print and broadcast materials that 
contribute to public awareness of the abilities of 
people with disabilities and portray such 
individuals as persons of dignity and equality. 
WHAT AND WHEN: The categories include 
public affairs materials ( articles, series, special 
features, radio and TV shows) and public seIVice 
announcements, as well as advertising. All 
entries should focus on empowerment and 
employment of people with disabilities, and must 
have been published or aired between July 1, 
·1993 and December .31, 1994. Entries must be 
postmarked no later than January 31, 1994. · 
WHERE AND HOW: For applicants and 
additional information, contact Ellen Daly at the 
President's Committee for Employment of People 
with Disabilities, 1331 F Street NW, Washington, 
DC 20004, or call (202) 376-6200, ext. 20. 

Supported Employment Telecourse 
Network (SET NET} is a personnel training 
project for individuals interested in the field or 
supported employment. Using satellite 
broadcasting, SET NET can provide you with an 
opportunity to interact with nationally recognized 
experts while you remain in the comfort of your 
own community. SET NET is very pleased to 
announce that all telecasts will be open-
captioned. Date: January 18, 1995, Time: 3:00 
p.m. to 5:00 p.m. est, Topic: The Employment 
Specialists of the 1990's; Date: March 22, 1995, 
Time: 3:00 p.m. to 5:00 p.m. est, Topic: 
Customer Driven Approaches to Organizational 
Change; Date: May 24, 1995, Time: 3:00 p.m. to 
5:00 p.m. est, Topic: A Technical Look at Person 
Centered Planning; Date: September 13 & 20, 
1995, Time:. 3:00-p.m. to 5:00 est, Topic: Long 
Tenn Support/Extended Services Resources. For · 
additional information about professional 
accreditation and how to take advantage of this 
unique training opportunity please contact: Amy 
J. Armstrong or Valerie Brook, Virginia 
Commonwealth University, Rehabilitation 
Research & Training Center on Supported 
Employment, P.O. Box 842-11, Voice (804) 828-
1851, mo (80_4) 828-2494. 

And Then Came John 1/2" video. 1987 
38 minut~s. Purchase: $300, rental; Filmakers 
Library 124 E. 40th St., Suite 901, New York, 
NY 10016 (212)-808-4980. 

" This film is both about twenty-six year 
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old John McGougn, and the small town in which 
he lives. Raised by his family in suburban. Los 
Angles, John is a much loved son with Down's 
Syndrome. C.Ompleting high school in a special 

. education program, John is.isolated both from,: 
other teenagers and from neighbors' in his 
sprawling suburban surroundings. His isolation 
only becomes apparent to his family after he 
moves with his mother and stepfather to 
Medicinco, a small ,town in northern California. 
There, where the pace is slower and people get 
to know one another as individuals, John 
blossoms. 

In this film, interviews with Joh1:}'s 
mother and siblings are interspersed with scenes 
of John interacting with neighbors and 
participating in his community. His hobbies of 
painting and playing drums are featured, and we 
watch while dozens of people tum out for an art 
show featuring his work, (his paintings are 
actually very good),· and two hundred people. 
show up for his-twenty-sixth birthday party. 

Scott Andrews, the filmaker who has put 
this piece together, does not claim extensive 
knowledge about disability. This film is a 
straightforward film about John and by e~ensjon, 
about how and why a community comes io 
accept such an individual. Some of the· reasons 
are clear. Most notable is John's mother and 
siblings, who are interviewed extensively here. 
John's mother is a bright, good humored and 
utterly committed woman, who seems to have 
done everything in. her power to raise all her 
children, including her son John, in a warm and 
supportive environment. We learn less about 
Medicino ·itself, and why this particular 
community is particularly welcoming of John. It 
is implied that a person with a disability such as 

, mental retardation, will do better in a smaller 
town than in a large urban area. While I would 
not necessarily disagree with this, Medicino, an 
artists colony with a larger percentage of its 
population drawn .from elsewhere, is not exactly 
a typical American small town. Hence, 
implications drawn from Medicino have to be 
carefully applied to the rest of the country. 

Having said all that, this film has more 
strengths than weaknesses. I believe it shows 
how someone with an intellectual impairment can 
flourish with the strong support. of family and 
community. While a number of films along this 
line have been brought out in the past few ·years, 

this film is a solid,, if not unique, piece of work. 
It would probably be best used in a univ~rsity 
classroom to introduce people with little 
background in the area to the issue of m~ntal 
retardation in society •., '(Nora Ellen Groce, . 
Newington Children's Hospital, Yale U~ersity).-

Another First Step: From Institution to 
Independence, A Family Saga. Produced by 
Michael Whalen. 1994 1/2" video. 51 minutes. 
Purchase: $295, rental: $55. Filmakers Library 
124 E. 40th St., Suite 901, New York, NY 10016 
(212)-808-4980. 

Forty-six year . old Michael is deaf and 
retarded. As is the .case with many people with 
multiple handicaps of his generation, he has been 
bounced between a number of, educational and 
social service systems, oft~n falling between the 
cracks. With few facilities willing to deal with a 

' child who was both deaf and retarded, his 
education was erratic and only as an adult has he 
begun to learn sign language. He now lives in a 
group home. · 

If the basic plot of this film sounds 
similar to many others that have been produced. 
over the past decade, however, I should be quick 
to caution the reader that it is not. In fact, it is 
one of the best films I have seen in several years 
about an adult with intellectual impairments.' JThe 
narrator in this film is Michael's twenty-six year 
~Id nephew~ Michael Whalen. Whalen, who 
portrays himself as a footloose bachelor has been 
asked by his grandfather. to take· on-going 
responsibility for his uncle. To understand what 
.this means both to himself and his family, 
Whalen takes the viewer through generations of 
family history and across the seas to Ireland. 

, Whalen's grandfather, the oldest son of 
tweive children born to a poor Irish farmer and · 
his wife, left Ireland for America as a young man 
in order. to help earn money ,to support his 
younger brothers and sisters. His plans to return 
to Ireland were put aside when he met an I~sh 
girl in San Francisco and stayed to raise a family 
of his own .. While Whalen's grandfather's 
daughters were loved, it was birth of his only son 
that gave him particular pride. His son would 
carry the family name and it was with him that 
Whalen's· grandfather dreamed of developing the 
special· father-son relationship that is an 
important part of Irish tradition. 

Whalen's grandfather's hopes soon faded. 
! 
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It became evident that there was "something 
wrong" with the baby. The deafness was easier 
for the family to accept than the retardation, but 
even trying to ·find a program to teach Sign to 
their son was all but impossible in the 1950s and 
60s. For. decades, the family relied on "home 
signs" which allowed only the most basic .forms of 
communications. Despite this, Whalen's 
grandfather insisted that -his son have as normal 

. 'a childhood as possible.· We·see photos of 
Michael's uncle in boy scout uniforms, at the 
beach and dressed for church. 
Even when Whalen's grandparents placed his 
uncle in an 
institution for the retarded in the vain hope that 
he would be included in a sign language program 
there, the family brought him home every 
weekend. 

Now Michael's uncle lives in a group 
home and works at a fast food restaurant. For 
the first. time, the family is beginning to sense 
that his uncle has more capability than they 
realized. Throughout this film, Whalen explains 
to the viewer ,that the family has tri~ its best, 
but not done as well as they might by his uncle 
Michael. I disagree. Through an era when 
"experts" advised the institutionalization of 
retarded individuals and refused to teach sign 
language to the hearing impaired, this Irish-
American family struggled to give as rich a life as 
possible to a boy they could barely reach. 

Slowly, "experts" have come to realize 
that individuals with disabilities are members of 
families that love and care for them. This film 
expands this support network still further. If the 
Academy Award winning documentary "Best 
Boy" introduced many ,to the concept of family, 
this film introduces viewers to the concept of. 
heritage. While it should be obvious to anyone 
that a person with a disability has both a family 
and a cultural heritage, this is too often missed. 
Retarded adults who are clients of the social 
service system, who live in group homes or work 
in special programs are frequently depicted as 
isolated individuals, dependent on social service 
workers for a full and meaningful life. While 
this may be true for some in the system, it is 
hardly true for all. This outstanding film should 
be required viewing for anyone providing medical 
or social services to individuals in the disability 
community. It is strongly recommended for 
everyone else as well. (Nora Ellen Groce, 

Newington Children's Hospital, Yale University).· 

Ember of Fire Film by Mary Kondrat 
28 minutes, video, Purchase $195, Rental , 
$50/day. (Order No. LL098. Fanlight 
Productions, 47 Halifax Street, Boston, MA 
02130 (617)-524-0980. 

This is a film about Camp Onkio Benek 
in Michigan. For a week every summer, cystic ,, . 
fibrosis patients come to the camp to enjoy . , 1e. 
themselve~ and share their experiences with 
other children and young adults. similarly affected 
by this serious chronic illness. The film, for 
what it is, is well done and informative. We 
learn a good deal about the camp, initially 
founded by the parents of two children aff~cted 
by CF. Shots show not only the usual camp 
activities, but also aspects, of camp life that 
reflect the physical needs of the campers, such as 
scenes showing rows of patients undergoing chest 
therapy. The strength of the film comes from 
discussions by the campers themselves. Sharing 
their insights, experiences and hopes with the 
viewers, they give great insight into what it 
means to live with a chronic illness like CF. 
Unfortunately the audience for this particular 
film is probably going to be quite limited. Those 
interested in this particular camp, or those 
interesting in what a special camp such as this 
means for participants, will find this of interest. 
(And there may be college and graduate training 
programs iµ social work, physical therapy, etc., 
that might find this appropriate). While there 
are other films that also accomplish this purpose, 
this film would also lend itself to the classroom 
or training session where students should hear 
directly from individuals with a chronic illness 
what it is like to live with this. ( Nora Ellen 
Groce, Newington Children's Hospital, Yale 
University). 

I Dream, Too VHS 50 minutes West 
Glen Films, 1430 Broadway, New York, NY 
10018-3396 

For a film made in 1991,this piece, 
featuring the Benedictine School for Exceptional 
Children, is oddly outdated. Founded in 1959, 
this school is a residential facility serving 200 
children from ages 5 to· early adulthood in both 
academic and transitional habilitation programs. 
The school, set on a beautiful campus in the 
rolling countryside of Maryland, offers what one 
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staff members calls an "Ivy League" quality 
education for exceptional. children. 

Certainly the school has outs~anding 
facilities and the staff who appear in interviews 
seem dedicated· to the children they seive. 
Having said that there are some glaring absences 
in this film that should give even those with a 
slight knowledge of disability in America over the 
past two decades, pause. For example, there is no 
mention of the Disability Rights Movement, the 
Parent Advocacy Movement, and only one 
passing reference to mainstreaming. Parents and 
families of these children are notably absent 
from almost all discussions. Indeed, the only 
mention of the families is a -pass_ing remark made 
by one senior staff member who tells the viewers 
that parents almost invariably have a hard time 
accepting their child's retardation and it is part 
of the staff's job to help them come to terms with 
this. If, as this film seems to indicate, disabled 
children .as young as five are spending most of 
their formative years here, involvement of family 
and community should be a major issue, not an 
afterthought. 

Nor do the problems stop there. For 
example, the terms "physically disabled" and 
"mentally disabled" are used interchangeably 
thro1:1ghout the film, leaving the viewer with the 
strong impression that all children with a physical 
disability are_ also mentally disabled. Added to 
this are a number other sweeping generalizations 
about "the disabled" that are at best, misleading. 

Part of the problem here may be 
attributable to the filmaker rather than the staff 
and school. The faculty and staff seem to be· 
intelligent, compassionate and professional. 
Certainly, they must be aware of many of the 
issues of concern to us in the 1990s. It is 
possible that this film, which appears to originally 
have been some sort of TV special, reflects a 
view of disability more consistent with the 
mindset of the producer than of the staff at 
Benedictine. At least, I hope so. Insightful 
quotes and thoughtful reflections about disability 
in ·this day and age may have been edited out so 
that the filmakers could have 
provided more room for patronizing statements 
and hackneyed comments about "focusing on 
ability rather than disability." If this film had 
been made in 1971, it might have passed muster 
(barely). It is not a film that adds much to our 
knowledge today - and I suspect, it does not do a 

real service to the Benedictine School. (Nora 
_Ellen. Groce, Newington Children's Hospital, 
Yale University). 

In Sickness or in Health: Making 
Decisions in Long Term Care. Alice Herb & 
Nancy Dubler 33 minutes 1990 Health 
Professions Press, PO Box 10624, Baltimore, MD 
21285-0624 Preview fee $35,00, Purchase fee 
$135. (Film can be previewed, but not available 
for rental, only purchase. Study guide included. 

This straightforward film is intended for 
use by nursing home staff, and presumably would 
also be appropriate for those studying various 
aspects of social work. The issue in this film is 
how decisions are made by or on behalf of long-
term residents of nursing homes, and although 
the two individuals featured are elderly, some of 
the issues raised are also worthy of consideration 
by residents of nursing homes who ·have a 
disability. A narrator introduces the viewers to 
_key concepts in legal, social and ethical 

· considerations that a:tise in nursing home care, 
and we then watch as a nursing home Ethics 
Committee, composed of clinicians, 
administrators, social workers, advocates and 
ethicists discuss who can and should make 
decisions on behalf of long-term residents. _The 
Ethics Committee shown here is composed of a 
number of thoughtful professionals, in addition 
to representatives from the resident population 
of the nursing home. A short, but solid study 
guide accompanies this film. The pace here is 
low-key and the level of discussion is more 
appropriate for undergraduate than graduate 
l~vel classes. The lack of slick production in this 
film should not obscure the fact that many of the 
issues raised by the narrator and the Committee 
members are importa.:ilt and worthy of careful 
consideration. (Nora Ellen Groce, Yale School 
of ~blic Health, Yale University). 

Interpretations Black Boot Productions 
25 minutes, Open-captioned. Color. 
Purchase:$195; rental $50 - (shipping $9). 
Fanlight Productions, 47 Halifax Street, Boston, 
MA> 02130 (800)-937-4113. 

The plot in this short film is 
straightforward. Janice, a freelance 
photographer who is deaf has taken on her first 
professional assignment. She has hired her long-
time hearing friend Maureen to work for her as 

\_, 
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a make-up artist, as well as to serve as her 
interpreter for the project. Far less responsible 
than her deaf friend, Maureen jeopardizes the 
job by her unprofessional behavior, and then in 
the capacity of an interpreter, changes Janice's -
words as they attempt to explain their behavior 
to their dissatisfied client. Friendship and 
responsibility, independence and interdependence 
are explored in this piece. It is particularly 
successful at conveying the difficulties and 
frustrations of many deaf men and women who 
must work with interpreters in the hearing world. 
Well made and entertaining enough to keep the 
attention of viewers, this film will be useful in 
courses in deaf studies and. disability studies. 
Although courses in interpreting will cover many 
of the issues raised in this film early on, this 
piece may be a particularly useful way of 
engendering discussion on many issues of 
fundamental importance to deaf persons and 
their interpreters. Recommended. (Nora Ellen 
Groce, Newington Children's Hospital, Yale 
University). 

New Lighthouse video helps residential 
. health care workers understand vision 

impairmento New York City, The Lighthouse 
National Center for Vision and Aging has 
developed a '22-minute video and training manual 
for· use in residential health care facilities. The 
world Through Their Eyes, funded by the 
National Institute on Disability and 
Rehabilitation Research, provides an easy to 
understand overview of vision loss and effective 
care strategies. The packet (video and manual) 
costs $25.00. Orders must be prepaid, with 
checks made out to The Lighthouse Inc. and 
mailed to Publications Department, Lighthouse 
Industries, 36-20 Northern Blvd., Long Island 
City, NY 11101. Contact: Suzanne J. Cohen at 
212/821-9559 or The Lighthouse National Center 

: for Vision and Aging at 800/334-5497. 

See What I'm Saying Producer: Thomas 
Kaufman 31 minutes, Purchase $195, rental $50 
Fanlight Productions 47 Halifax Street, Boston, 
MA 02130 617-524-0980, 1993. 

This film follows Patricia, a deaf child 
who is three and a half at the beginning of the 
film through her first ye~ at the Kendall 
Demonstration Elementary School at Gallaudet 
University. As with 90% of deaf children, 

Patricia has been born into a family with no 
history of deafness. The youngest of three 
children,· Patricia is being raised by her Hispanic 
parents in a Spanish speaking household. We 
are introduced to Patricia before she starts the 
school year, and watch over the course of the 
film as she goes from being a child who has 
almost no real communicative skills, to a young 
lady who is beginning to sign well.\ As such, this 
film provides a critical introduction to this vitally 
important phase in a deaf child's development. 
Although a growing number of books and articles 
are providing insight into how a deaf child 
acquires sign language, what this means i!l actual 
human terms is far better understood after 
viewing a film such as this. Although teachers, 
parents and Gallaudet administrators, .(including 
I. King Jordan and Merv Garettson) provide 
some commentary here, it is Patricia who steals 
the show. We watch as she beings to understand 
the connections between sign and communication 
and as she blossoms into an alert, bright and 
increasingly articulate pre 0 schooler. 

This is a relatively short film, and 
perhaps because of this, less attention is given to 
Patricia's parents than might otherwise have been 
the case. However, viewers· should also note that 
the year at Gallaudet seems to affect Patricia's 
family in a positive manner. At the start of this 
film, it seems that although her parents had 
learned of her hearing impairment when she was 
only a year old, they had been given little 
guidance about what to do next. For example, 
we watch in the beginning of the film as her 
mother, with her back turned to Patricia, tells 
her to come sit at the table. In an interview 

' filmed early on, Patricia's mother notes that her 
fondest hope is that her daughter will learn to 
speak. · By the end of the film,· we watch as 
Patricia teaches her mother some basic signs. 
Not only does Patricia seem to be a happier little 
girl by the end of the year, but her mother seems 
to be much more knowledgeable about deafness 
and about sign language. While the narrators 
provide realistic commentary abut how hard it is 
for many parents to acquire sign language, the 
seeming change in the mother's attitude certainly 
reflects time and energy on the part of teachers 
and administrators in reaching out to families in 
their program. · 

This film is recommended, and would be 
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particularly useful for those learning to be School of Public Health). 
teachers of the deaf and parents of young deaf 
children would also benefit by seeing this film. Withstanding Ovation 24 minutes, 
Those with a general interest in language Purchase $195, rental $50 Fanlight Productions 
acquisition nµght also find it of interest. Signed · 47 Halifax Street, Boston, MA 02130 (800)-937-
and subtitled throughout. (Nora Groce, 4113. 
Newington Children's Hospital, Yale University). I tend to be somewhat suspicious of 

films that set out expressly to be inspirational -
Wheeling Free 1992 1/2" video. 52 · and this particular film does little to ally my 

minutes. Purchase: $400, rental: $55. Filmakers fears. For what this intends to be, Withstanding 
Library 124 E. 40th St., Suite 901, New York, Ovation is not a bad film, but it has several flaws 
NY 10016 (212)-808-4980. that are significant enough to give one pause. 

This is a curious film, and one which Featured in this film are two teenagers, Daniel 
does not strictly fall within any one category. and Peaches, both born with congenital limb 
Part travelogue, part discussion of disability deformities. Made by the physicians at the Texas 
advocacy movements in Central America, part Scottish Rite Hospital, the film itself is targeted 
personal reflection it is entertaining, but may at clinicians and rehabilitative specialists. The 
have a hard time finding its audience. central point is that these two young people lead 

Jiff Heath, an Australian chair user, who very normal lives and that both possess special 
has already traveled widely, takes a long attributes - Daniel is an a good athlete and 
anticipated trip to Latin America. We follow Peaches, quite a good artist. In and of itself, 
him as he travels through Guatemala, Nicaragua, featuring teenagers with significant impairments 
Costa Rica and Belize. He stays in fleabag doing everyday activities and reflecting on their 
hotels, travels by pickup truck, bus and train.· ' own experiences, is not bad. Many medical 

·With assistance, he climbs to the top of a Mayan experts would benefit by seeing dozens ·of such 
pyramid and wheels along a jungle path. · Along film,s. However, there is a certain quality about 
the way, he also stops and discusses disability this ·film that I find disturbing. To begin with, 
with a businessman in Costa Rica and a the parameters of these teenagers lives are being 
prominent member of the disability rights defined not by themselves, but by the film 
community in Nicaragua. While these interviews · makers. Indeed, the young man featured seems 
are interesting, they are short, incomplete and a bit uncomfortable in the role in which he has 
rather disconnected from the rest of the film, been cast. The physician who provides narration 
which at times takes on a bit of a vacation flavor. throughout the film frankly states in an on-
There are several detours along the way. For camera interview that these children provide-· 
example, Heath tells us that his plans the inspiration and as an aside, notes that they 
. previous year to travel to . Central America had to should se~e as models for other individuals, "not 
be scrubbed after emergency back surgery. We nearly as disabled," who see~ much more limited 
then see actual footage 'of the surgery. While by their disabilities. Telling another child with a 
this does make the point that there are many disability that they should look at someone like 
obstacles a traveler with a disability must Daniel and realize that their own disability. is not 
overcome, the footage of the surgery has nothing so bad, I think, sends the wrong message. 
to do with Central America itself. In the end, Exactly how limiting a disability may be to an 
one is left with the impression that Jiff Heath is individual is based on a complex set of factors. 
a thoroughly nice and very interesting fellow. This reviewer feels strongly that an individual's 
We learn a bit about traveling with a· disability, a reaction to his or her disability is largely an 

· bit about disability advocacy in Central America individual issue, and certainly not one that can 
and a bit about the lands and peoples of the be arbitrated by an able-bodied outsider. 
region. Because of this, this beautifully shot film Furthermore, while this film sets out with 
will probably find its best audience in a television apparently good intentions, the product - two 
travel series rather than in a forum that young people leading full lives with their 
specifically emphasizes disability. (Nora Ellen disabilities - in not particularly unique. A large 
Groce, Newington Children's Hospital, Yale part of the problem may be that while two 
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individuals with disabilities are featured, the 
general framework of what is important to 
feature about the disability experience seems to 
have been defined here by able-bodied 
professionals.· I suspect that more input from 
adults with disability would have helped the film 
makers reframe the issues in a somewhat · · 
different light. For this reason, although by no 
means bad, there are better. films available that 
highlight life with a disability. (Nora Ellen 
Groce, Yale 
University). 

Program of Travel Grants. The 
American Council of Learned Societies (ACLS) 
aiµtounces a program of travel grants, awarded 
on a competitive basis, to enable scholars in all 
fields of the humanities and humanities-related 
social sciences to participate in international 
meetings held outside the US and its 
dependencies. Priority will be given to well-
planned, broadly international meetings and 
infrequently held international congresses. 
Applicants must hold the PhD or the terminal 
degree in their field and must be citizens or 
permanent residents of the US. Scholars of all 
ranks affiliated with institutions, as well as 
independent scholars at all stages of their career 
are eligible to apply. Only persons who will read 
papers or have a major official role · in the 
meeting are eligible for an award. This program 
is funded by the Gladys Krieble Delmas 
Foundation. Approximately 170 awards of $500 
each will be made to individuals to offset 
necessary expenses such as air travel to and from 
the US. Contact: the ACLS Fellowship Office, 
228 E 45th St., New York, NY 10017-3398; Fax 
212/949-8058. Deadline is February 1, 1995. 

Child Trends, Inc.,. a leading non-
partisan social science research organization on 
issues related to children, youth, and their 
families, is entering the fourth year of its Scholar 
in Washington program. The goal of this 
program is to increase the interaction between 
scholars and federal policy-makers working areas 

related to children, youth, and families, with 
resulting benefits for both scholarship and policy. 
Established scholars are invited to spend all ot 
part of their sabbatical at our office pursuing 
independent and/or joint research projects in a 
diverse, policy-oriented research environment. 
Moving expenses and a modest stipend are 
provided. Submit applications by December 1, 
1994 for the 1994-95 academic year, and by April 
15, 1995 for the 1995-96 academic year. Summer 
appointments are also considered. Contact Brett 
V. Brown, Scholars in Washington Program, 
Child Trends, Inc., 4301 Connecticut Avenue, 
Suite 100, Washington, DC 20008, (202) 362-
5580, FAX (202) 362-5533, e-mail: 
73252.3431@compuserve.com. 

If you are interested in dissertation work 
on alternative medicine, comparative medical 
costs, urban community development and/or drug 
addiction. contact Claire Cassidy, medical 
anthropologist and director of research at the 
Traditional Acupuncture Institute. TAI is a fully 
accredited acupuncture training institution similar 
to a medical school. We are doing social 
research on acupuncture practice in the US, 
developing a community acupuncture detox 
program and exploring collaborative clinical 
research projects with the Johns Hopkins School 
of Medicine. We are· looking for energetic and 
creative doctoral candidates; you would stay 
affiliated with your current department for your 
degree: TAI, 10227 Windopin Circle, American 
City Bldg, Suite 100, Columbia, MD 21044-3422; 
410/997-4888 or 301/229-7718. 

Applications are invited for the 1995 
Fichter Research Grants. Awards will go to 
research on the subject of women and religion. 
A total of $2,000 .is available. Applicants must 
be members of the Association of Religion at the 
time of submission. A proposal of not more than 
five pages should outline the rationale and plan 
of research. A detailed budget should be 
attached. All identifying information should be 
removed from the proposal, with the applicant's 
name and affiliation on the title page. only. 
Deadline for submission is February 15, 1995. 
Contact: Victoria Erickson, Fichter Research 
Grant Committee Drew University, Madison NJ 
07940. 
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In fiscal year 199S, the NSF program on 
Human Dimensions of Global Change (HOOF) 
will place increased emphasis on policy sciences 
research. Approximately $7 million has been 
allocated _for this research (it may include some 
center- money) NSF seeks to support · 
interdisciplinary research on methodological and 
statistical issues relevant for the requirements of 
policy analysis and for understandings of the 
policy process. Potential topics include: models 
of the policy process, including the extraction of 
general relationships from case studies; applied 
and methodological research on forecasting and 
simulation; the role of institutions, cultural 
norms, values and human actions; and research 
on the valuation of environmental resources, 
includes theoretical approaches. 

Among the areas in global 
environmental change research encompassed by 
this new initiative are: 1) human adaptation; 2) 
societal values and environmental justice; 3) 
technological. innovation and diffusion; and 4) 
·the international/transnational ~nvironment. 

In addition, for FY 1995, NSF has 
designated $6 million for a consortium of centers 
on HDOC research. The goals of this 
competition are to: facilitate the progress of 
HDOC research; promote HDQC education and 
training of researchers ranging from 
undergraduate to postdoctoral levels; and foster 

· interdisciplinary and multidisciplinary 
collaborations on HDOC issues. 

· Announcements for these two FY 1995 
initiatives are ~ed in November. Contact: 
Thomas Baerwald or Cheryl Eavey, Division of 
Social, Behavioral and Economic Research, NSF, 
4201 Wilson Boulevard, Arlington VA 22230. 
Phone 703/306-1729 or 703/306-1754. 

( The Methodology, Measurement, ·and 
Statistics Program (MMS) of the National 
Science Foundation is an interdisciplinary 
program in the Division of Social, Behavioral, 
and Economic Research. The MMS program 
seeks proposals that are interdisciplinary in 
nature, methodologically innovative, and · 
ground~ in theory. ·More specifically, it 
supports: , 

1) The development, application, and 
extension of formal models and methodology for 
social and behavioral research, including methods 

· for improving measurement. The proposed 

research must. have implications for one or more 
of the social and behavioral sciences. 2) The 
development of formal models :that cross · 
traditional disciplinary boundaries. 3) Research . 
on statistical meth9(iology or statistical modeling 
having direct implications for one or more of the 
social and behavioral sciences. 4) Research on 
methodological aspects of new or existing 
procedures for data collection, including 
methodology for survey research, and research to 
evaluate or compare existing data bases and data 
collections procedures. 5). The collection of 
unique databases with cross disciplinary 
implications, especially when paired with 
developments in measurement or methodology. 
6) The organizational infrastructure of social and 
behavioral research. 

Application Procedure: All proposals 
must conform to the guide,ines in the Grant 
Proposal Guide (NSF 94-2) and are limited to 15 
pages. Deadlines: January 15 &., August 15. 
Review Process:. The MMS program uses both 
independent external reviewers and an advisory 

· panel composed of scholars with expertise in 
research methodology and statistics from various 
disciplines within the social and behavioral 

·sciencers. Each proposal· receives a minimum of 
three ,written reviews plus an evaluation· by ~e . 
MMS panel. All reviews are advisory. Contact: 
Cheryl L. Eavey, Program Director, Patricia E. 
White, Staff Associate, Methodology, 
Me~ement and Statistics Programs, National 
Science Foundation, 4201 Wilson Boulevard,· 
·Room 995, Arlington VA 22230; Phone: (703) 
306-1729;: Fax: (703) 306-0485. 

The National Endowment for the 
Humanities is establishing new application 
deadlines for its Conferences Program. 
Beginning in 1995, these deadlines will be: May 
15, with awards to 'be announced by the following 
December, and December 15, with award to be 
· announced by the following August. Contact 
Conferences Program, Division of Research 
Programs, Rooll). 318, National Endowment for 
the Humanities, 1100 Pennsylvania Avenue, NW, 
Washington, DC 20506, (202) 606-8210, e-mail: 
nehres@gwuvm.gwu.edu. 

Research Supplements to Promote the . 
Recruitment ·of Individuals with Disabilities into 
Biomedical Research Careers. NIH Guide 
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Volume 21, Number 3, Part I of II, January 24, 
1992. 

The NIH and ADAMHA hereby notify 
Principal Investigators holding certain NIH or 
ADAMHA research grants of the availability of 
funds for administrative supplements to existing 
grants for the support and recruitment of 
scientists and students with disabilities. 
Supplemental awards are available to support 
individuals with disabilities from each of the 
following population groups: High School 
Students. Supplements under this program are 
designed to foster an interest in biomedical and 
behavioral research. Undergraduate Students. 
This program will support undergraduate 
students to encourage continuation. on to 
graduate level training in the biomedical and 
behavioral sciences. Graduate Research 
Assistants. Graduate students can receive 
support under this program to develop their 
research. capabilities. . Individuals in Postdoctoral 
Training. This program provides support during 
postdoctoral training to enable the development 
of an independent career in biomedical research. 
Investigators Developing Independent Research 
Careers. Staff and faculty members with a 
doctoral degree can receive short and long-term 
support for participation in an ongoing research 

· project while further developing their own 
independent research potential. Established 
Investigators Who Become Disabled. This 
program will provide additional support for 
established NIH and ADAMHA investigators 
and project leaders on components of program 
projects and center grants who become disabled. 

· The additional support may be requested for 
~istants or special equipment that will facilitate· 
a continuing contnbution to the NIH research 
mission. 

APPLICATION PROCEDURES 
A request for a supplement may be 

submitted at any time with a· 6-8 week 
turnaround. In making requests, the grantee 
institution, on behalf of the principal investigator 
of the parent grant and in cooperation with the 
individual with disabilities, must submit the 
request for supplemental funds directly to the 
awarding component that supports the parent 
grant. The request is nQ1 to be submitted to the 
NIH Division of Research Grants. Principal 
Investigators are encouraged to obtain the exact 

address for submission from the NIH of 
ADAMHA program administrator on the parent 
grant. 

The Robert Wood Johnson Foundation's 
Scholars in Health Policy Research Program is 
intended to foster the development of creative 
thinkers and problem solvers in health ·policy. 
Recent graduates of doctoral programs in 
economics, ·political science, and sociology are 
invited to .apply for this unique and challenging 
postdoctoral training experience in both 
academic and applied policy research 
environments. Up to 12 scholars will be selected 
annually to undertake training at one of three 
nationally prominent academic institutions-the 
University of California at Berkeley (in 
collaboration with the University of California at 
San Francisco); the University of Michigan; and 
Yale University. Scholars will have access to the 
full range of university resources and will receive 
annual stipend support of $50,000 for each of the 
two years of their participation. Deadline for · 
application is November 1, 1995. Contact 
Katherine G. Raskin, Scholars in Health Policy 
Research Program, 685 Commonwealth Avenue, 
Room 334, Boston, MA 02215, (617) 353a9220, 
FAX (617) 353-9227. 

Call for interest in Spring 1996 -
tentatively scheduled ABLE LIVES! A 
conference to ignite the imaginations of disabled 
women by, for, and about, women with 
disabilities. With access as the central and 
primary organizing point, the ABLE LIVES 
conference strives to meet the needs of as many 
disabled women as possible. Using su~h 
technologies as teleconferencing to include 
homebound women, and E-mail for those with-
addresses on the information super highway, our 
planning begins with the women who may not be 
able to attend in person and will only be 
complete with the arrival of as many disabled 
women as want to attend. 

Contact: ABLE LIVES, c/o Disabled 
Women's Education Project, POB 8773, Madison, 
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-., ·Criminal Justice Research. The 
Americans With Disabilities Act and Criminal 
Justice: Hiring New Employees. Looks at the 
implications of the Americans With Disabilities 
Act (ADA) with regard to hiring new employees. 
Contact: Paula N. Rubin, U.S. Department of 
Justice, Office of Justice Programs, National 
Institute of Justice, Washington, D.C. 20531. 

The Association for the Sociology of 
Religion invites submissions to its McNamara 
Student Paper Competition. A cash award will 
be given for the best ·paper .on a topic in the 
sociology of religion. The winner is expected to 
present the paper at the 1995 annual m~tings 
on August 18-20 in Washington, DC, and to 
submit the paper for consideration to the 
association's journal, Sociology of Religion. Send 
four copies of the paper by June 1,.1995 to 
Program Chair, Peter Beyer, Department for the 
Study of Religion, University of Toronto, 123 St. 
George Street, Toronto, Canada MSS 2E8, (416) 
978-2395, FAX (416) 97~-1610, e-mail: 
pbeyer@epas.utoronto.ca. 

The Continuum Publishing Group, 370 
Lexington Avenue, New York, NY 10017-6503. 
Phone 212-953-5858; Fax 212-953-5944 is always 
interested in seeing manuscripts, and offer a 
$10,000 Continuum Book Award.· The new 
award will recognize the best work in 
Continuum's principal publishing are~: religious 
studies, literature and the arts, psychology and 
social thought, and women's . studies. Manuscripts 
that are interdisciplinary in nature and which 
offer innovative and theoretical perspectives of · 
wide-ranging cultural importance are especially 
encouraged. Please send completed manuscripts 
to the ~Continuum Book Award." 

Kate Brown recently joined the . 
Department of Occupational Therapy at 
Creighton University to develop an emphasis in 
disability and rehabilitation ethics for their new 
clinical doctorate. She welcomes correspondence 
with others about cross-cultural perspectives, the 
dynamics of interdepend~nt living, narrative 
about disability and rehabilitation and the 
determination of futility in rehabilitation practice. 

Dr. Brown can be reached at the 

Department of Occupational Therapy, Q-eighton 
University, 2500 California Plaza; Omaha, NE 
68178,402-280-5956 
( email:kbrown@creighton.edu). 

· Announcing a family study funded by the 
National Institute of Mental Health, Chronically 
Disabled Adults: Understanding the Lives of 
Parents. If you are a mother, age 5S and over, 
of a son or daughter with· Mental Retardation or 
other Dev~lopmental Disability AND you do not 
currently live with your child you may be· eligible 
to participate in this very important research. 
For more information, please call Julie or 
Miriam at. the Meyers Research Institute at (216) 
831-2308 or 1-800-244-2308 outside Ohio. 

The Neal·E. Miller New Investigator 
Award, established on the 80th birthday of the 
Academy of Behavioral Medicine Research's 
most distinguished Fellow, is to be presented for 
work imaginatively conceived and carefully 
conducted prior to the recipient's appointment as 

· an assistant professor or an equivalent rank. The 
award will be given to MD or PhD recipients. It 
will consist of a plaque and a cash award to 
attend the annual meeting of the Academy as its 
guest. The following subject mater will be 
considered: the interaction between behavior and 
biological mechanisms in homeostasis, the · 
maintenance of health, the pathophysiology of 
disease, or the susceptibility to· illness; 
development or education of behaviorally based 
therapeutic interventions for· the primary 
prevention, secondary prevention, or treatment 
of disease or injury; basic theoretical or empirical 
studies in any·scientific ·discipline or mathematics 
with implications ·of .behavioral medicine 
research. Submissions must be in the form of 
either a published article, chapter or book, or a 

· manuscript t~t has been accepte.d for 
publication. A complete application will also 
include a current curriculum vitae, and in the 
case of works of multiple authorship a letter . 
from the supervisor of department chairman, 

. indicating that the applicant had primary 
responsibility for the project. Deadline is 
February 1, 1995. .Contact: Thomas F. Garrity, 
Secretary of the Academy, Department of 
Behavioral Sci~nce, College of Medicine, 
University of Kentucky, Lexington, KY 40536-
0086, (606). 323-S308, FAX (606)323-5350. . 
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The Economic Consequences of Multiple 
Sclerosis Among Paralyzed Veterans of America 
(PV A) Members. Based on a survey done for 
PVA by Disability Income Systems, Inc. found · 
the average annual cost per PVA member with 
MS was $51,318in 1992 dollars (the last year for 
which cost data were analyzed). Based on this 
figure, which includes health-care items, service~ 
and lost earnings, the total annual cost for all 
PVA members with MS was $97.7 million. 

Data was collected using a 31-page 
questionnaire mailed to randomly-selected PVA 
members with multiple sclerosis. A total of 630 
surveys formed the basis of the report's 
conclusions. It is difficult to extrapolate the 
findings of this study to the general population, 
because PVA members tend to be older, male 
and more seriously disabled by their MS. The 
219-page study is available free of charge by 
calling PV A Research and Education at 202-416G 
7657. 

Each issue of Exceptional Parent has a 
circulation of at least 60,000, distributed 
primarily in the United States. From surveys we 
have conducted as well as survey research 
conducted by independent organizations, we 
know that our readers are very responsive and 
interested in participating in meaningful 
research--especially when they. can expect 
feedback about research findings in the future. 
We want to invite researchers to consider using 
the pages of the magazine for research purposes 
and/or using samples of the mailing list for 
research purposes. Our demographic studies 
show that current subscribers are weU-educated, 
high-income parents of children with moderate 
or severe disabilities. Researchers interested in 
collaborating with us to conduct research may 
submit a two-page proposal regarding the 
research goals, methodology and a description of 
the feedback process for participants. 
Depending on the type of collaboration involved, 
a fee may be charged. Send research 
collaboration· proposals to: Stan Klein, 
Exceptional Parent, 209 Harvard Street, 
Brookline MA 02146. 

The Task Force on Aging Research of 
the Department of Health and Human Services 
(HHS) met recently to approve its final report. 
The Task Force, established in late 1991 in 
response to the Home Health Care and 
Alzheimer's Disease Amendment Act of 1990, is 
composed of four Members of Congress, three 
public members, the HHS Assistant Secretaries 
for Health and for Planning and Evaluation, the 
Surgeon General, the Director of the National. 
Institute on Aging, who serves as chair, Directors 
of the other NIH institutes, and the directors of 
several additional federal agencies concerned 
with aging research. Charged by Congress to 
develop recommendations to the HHS Secretary 
on: 1) the types of research or the specific 
research projects that should be conducted or 
supported, 2) the projects that should be given 
priority in the provision of funds, and 3) the 
amount of funds that should be appropriated for 
such research, the Task Force's report will be 
delivered late summer 1994 to the HHS 
Secretary and two congressional committees. 

Ron Abeles, Associate Director for 
Behavioral and Social Research at NIA and the 
Executive Secretary, and Frank Whittington, 
Senior Research Policy Advisor to the NIA and 
Professor of Sociology at Georgia State 
University presented the draft of the report for 
review by the Task Force. 

NIA Director Richard Hodes praised the 
report as an "historical accomplishment." The 
document presents a comprehensive overview of 
aging research and contains ten chapters 
including: Biological Processes, Diseases and 
Disabilities, Mental Disorders, Health Care, 
Social and Behavioral Functioning, Aging 
Society, Economic Security, Social and 
Supportive Services, Special Populations, and 
Research and Data Resources. Introductions to 
each chapter define the particular area of 
research, explain its rationale, ~d outline 
recurrent themes. 

As requested by C.ongress, the Task 
Force includes a professional judgment budget 
(PJB represents what the agencies would 
consider optimal funding levels for aging 
research, but are not actual budget request 
levels). Current estimated government wide 
spending .for aging research totals $841 million. 
The Task Force recommends increasing the base 
amount by $1.l billion over the next five years. 
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Research deemed an "immediate priority" by the 
Task Force would receive heavier funding at the 
beginning of the five year period, while research · 
of "high priority" would receive less initially and 
gradually increase over the five year span. Task 
Force members emphasized that all of the 
recommendations in the report were vital to the 
health of the nation, and that much was not 
included in order to be a cost efficient as 
possible. 

The Task Force is anticipating 
momentarily the release of its interim report~ 
Historical Summary of Federal 
Recommendations for Research on Aging: 1980-
1992. It presents a summary of over 2,500 
separate research recommendations proposed in 
prior federal aging policy reports and represents 
a unique compilation of what the report calls the 
"invisible agenda" that has guided federal aging 
research. For more, information, contact Ronald 
Abeles at (301) 496-3136. 

ACCIS Guide to United Nations 
Information Sources on Health. New York: 
United Nations. 1992, 227 + vii pp., $36.00. 
(Available through Publishing Division, Sales 
Section, United Nations, New York, NY 10017). 

The United Nations produces a great 
deal of information. Add to that the fact that 
the basic membership unit, and constituency, of 
the UN is the nation-state (plus a side pocket of 
non-governmental _prganizations or "NGOs") n• 

not an individual human being, and you 
immediately suspect that the information output 
of the UN might not be all that accessible or 
transparent. "User-hostile" would be too strong a 
word, but "user-indifferent" might do nicely. 

Fortunately, however, the executive 
office of the· UN recognizes that there might be 
impediments to the beneficial propagation and 
sharing of its information. An internal, inter-
agency body has been established to keep track 
of its information infrastructure and to produce 
periodical registers, guides, and directories to 
UN publications. This body is the Advisory 
Committee for the Co-0rdination of Information 

Systems, or ACCIS. The ACCIS product under 
review here is a reference work -- a guide to 
information on health, "intended to be used by 
public health workers and planners, by 
researchers and students and by information 
professionals seeking to locate authoritative, 
economical and varied sources of health 
information for their 

1
clientele." (p. vii). 

Most health activities undertaken in the 
name of the United Nations are carried out by 
the World Health Organization (WHO); WHO 
programs occupy most of the space in this 
ACCIS Guide. Among the other UN agencies 
with some degree of health focus are; the Food 
and Agriculture Organization, the International 
Labour Organization, the UN High 
Commissioner for Refugees, the UN Children's 
Fund the UN Population Fund and the World 
Bank. The major categories of health-related 
activity in the UN are arrayed in the Guide 
under the following headings: public health, 
primary health care, environmental health 
promotion, maternal and child health nutrition~ 
infectious disease, and population control. 

Disability specialists will look in vain for 
a major, explicit categorical focus on disability in 
the Guide. This lack does not mean, however, 
that disability concerns are missing from the UN 
agenda, or that the Guide has nothing to say 
about them. I present here several examples 
drawn from the Guide: 

1. (P. 36) The United Nations Library in 
Geneva, Switzerland has a substantial number of 
monographs and perio~~s ... many though not 
all of them UN publications -a dealing with · 
disability. 

2. (P. 158) Since 1988, the UN Statistical 
Office in New York has maintained a Disability 
Statistics Data Base that draws upon national 
household surveys and population censuses and 
labor registration systems in 55 countries. 

3. (P. 99) The UN Centre for Social 
Development and Humanitarian Affairs in 
Vienna, Austria publishes the Disabled Per.sons 
Bulletin three times per year. 

4. (P. 100) The Asia/Pacific regional branch 
of the UN Economic and Social Commission, 
located in Bangkok, Thailand has engaged in 
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policy development concerning the role of 
disabled pel'SQns in national eco,noi;nic and social 
development. 

My purpose in listing the foregoing 
disability-focused resources and programs is two-
fold: first, to convey a sense of the range of UN 
activity, and second, to show that information 
about disability is available in the ACCIS Guide 
("Disability" and Disabled Persons"· are Index 
headings even though nothing about disability 
appears in the Table of Contents). 

As disability professionals and members 
of the disability community, we may hope that 
the UN and its publishing infrastructure will soon 
accord a more focal recognition to the diverse 
array of disability programs that it is presently 
conducting. Meanwhile, the ACCIS Guide is a 
convenient, comprehensive, and systematically 
organized compendium from which one can 
readily extract relevant information. I strongly 
recommend it to all disability workers, activists, 
and research institutions in need of international 
and cross-national information on disability 
programs. (Eugene B. Gallagher, Dept. of 
Behavioral Science, College of Medicine, 
University of Kentucky, Lexington, KY). 

Ames, George J.p Grodin, Michael A. 
The Nazi Doctors and the Nuremburg Code: 
Human Rights in Human Experimentation. 
Oxford University Press, New York, 1992, 371 
pp., $29.95 hardcovera 

The subtitle should be the title of this 
important, difficult book, for it is only marginally 
about Nazi doctors: Only forty of its more than 
three hundred pages aie d~ectly devoted to the 
role of the medical profession in Nazi Germany. 
There is a lean summary by Robert N. Proctor of 
the involvement of physicians in the T-4 
Euthanasia program which killed physically 
disabled and chronically mentally ill patients, in 
the brutal "scientific" experiments carried out on 
prisoners of war and concentration camp 
inmates, and in the "final solution" which led to 

· the death of millions of Jews. This is followed by 
a remarkable essay by Berlin doctor Christian· 
Pross which traces the reluctance of the German 
medical establishment to acknowledge and come 
to terms with its complicity in the terrible events 
of the Nazi years& 

The rest of the book consists of essays 

discussing the ethics involved in the testing of 
new drugs and therapies upon human beings, 
using as a bench mark the obscene experiments 
of the German medical establishment at 
Auschwit.z and elsewhere during the years of the 
Third Reich. These essays consider the 
application of the Nuremburg Code, a . 
declaration of the Allied judges who presided 
over the so-called . Doctors' Trial at Nuremburg in 

. 1946. The Code holds, most notably and 
· unequivocally, "The voluntary consent of the 

human subject is absolutely essential." The book 
traces the evolution of this concept through the 
1964 Helsinki Declaration 1of the World Medical 
Assembly, succeeding Declarations of '83, '87 and 
'89, including the current policies of the U.S. 
Defense Department as well as the Food and 

. Drug Administration of the .U.S. Department of 
Health and Human Services. 

Profound questions are raised, usefully 
discussed, but, by no means resolved. Matters 
such as: 

Is it ethical to test potentially 
fatal, potentially efficacious 
drugs on willing AIDS patients, 
knowing that some may die as a 
result -- yet knowing also that 
thousands, perhaps millions 
might benefit from a successful 
out come to the testing. The 
Nazi doctors used such 
reasoning to justify their 
infamous typhus experiments at 
Auschwitz. 

Muslim doctors are required by 
their faith to assure at all times 
"the calm and peaceful life of 
the patient." Such doctors, in 
certain circumstances, do not ten 
their patients upsetting aspects 
of their diagnosis and its 
treatment. This conflicts with 
the mandate in the Nuremburg 
Code and the succeeding 
Helsinki Declarations that 
informed and voluntary consent 
is always required. Does the 
western medical community have 
the right -- or as some have 
argued, obligation -~ to impose 

25 



its standards upon another 
cultu.re?-

Is it ntorally acceptable for a 
-physician to use the tissue of an 
aborted fetus in experiments 
with patients with Parkinson's 
disease? May a doctor in good 
conscience remove feeding tubes 
from a permanently comatose 
patient? What of the radiation 
experiments performed on 
uniformed patients during the 
Cold War Era in the cause of 
national security and civil 
defense? 

Ensuring the patient's rights, defining the 
authority and responsibility of the physician, 
allocating scarce health care resources in an 
equitable manner m- these are the issues of this 
book. They are of importance to all people, not 
just disabled persons. However the disabled tend 
to have greater need for and make greater use of 
health care facilities. And they are more 
vulnerable to abuse and discrimination. 
Ac.cordingly the issues addressed in this book will 
have special and specific relevance to the 
disabled reader. (Hugh Gregory Gallagher, 
Cabin John, Maryland) 

Balshem, Martha. Cancer in the 
Community: Class and Medical Authority. 
Washington DC: Smithsonian Institution Press, 
1993, 174 pp., $42 cloth, $15.95 paper. 

Martha Balshem has written a valuable 
book on community versus professional 
perspectives on cancer etiology. Her reflexive 
ethnography documents her work as a cancer 
prevention professional in Philadelphia's. Fox 
Chase Cancer Center, where she is faced with 
two forms of sociological ambivalence: one in 
being a health ·educator as well as an 
anthropologist, and another in representing the 
Cancer Center while identifying with the 
residents' oppositional beliefs. 1 

The central issue is how the prevention 
project's professional approach to health 
education conflicts with the white, working-class 
neighborhood's belief system. The 5-year CAN-
DO project, funded by the National Cancer 
Institute, identified excess cancer in this area, a 

fact widely known -by the residents and the 
media. The medicalized approach of the health 
educators focused on individual habits, especially 
smoking, drinking, and diet. Tannerstown 
residents countered this worldview with their own 
belief that the local chemical plant and other 
sources of contamination are responsible. To 
change lifestyles appeared merely to be "to adapt 
to life in the 'cancer zone'." 

One way that Balshem examines lay-
professional differences is in a content analysis of 
how different local papers and periodicals, aimed 
at different classes, take up the lifestyle versus 
contamination argument. Another way is to 
examine the community response to health 
education practices. Yet another is a detailed 
case study of one cancer death, where the 
sufferer's wife battles the health system. Finally, 
Balshem examines her own involvement in the 
setting, showing how she reflects both sides, as 
well as pursuing her own anthropological 
professional- list perspective. In all these takes, 
Balshem carefully avoids monolithic either-or 
dualisms as she explores the many complexities 
of the opposing worldviews. Ultimately, she 
believes that there are compelling reasons to 
help people change their personal habits, but 
only if professionals approach it with a non-
paternalistic perspective and only if they also 
take up the soclopolitical context, in this case 
local toxic contamination. 

Balshem begins by showing the gross 
generalitities on both sides. Professionals 
approach the working-class as a monolithic mass 
of people with many unhealthy behaviors and 
nonscientific attitudes. The working-class 
residents have a universally antagonistic view of 
medical practice. Much of the generality stems 
from the reality that -these community-
professional conflicts are manifestations of broad 
class conflict rather than simply about clinical 
interaction. That broad conflict shapes 
Balshem's study. She recasts working-class 
"fatalism" as a response to economic insecurity in 
the face of Philadelphia's declining industrial 
workforce. She also amplifies lay-professional 
tensions as rooted in "belonging" and "non 
belonging" to an insular white ethnic community. 

The health educators have. medicalized 
working class fatalism as a "disease" which 
prevents people from complying with cancer 
prevention experts' prescriptions. Balshem points 
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out that .if fatalism is a disease, then 
professionals need look no further,· _than 
environmental causes. This also keeps 
professionals from examining their own 
worldview- and from seeking any validity. in local 
perceptions. As well, it imparts a moralistic 
script to the whole interchange. 

When Balshem makes public 
presentations to the PTA, a stony silence greets 
the question period. But afterward, over 
refreshments, individual conversations start up. 
Women confide to her that they have cancer. 
They invite her to their homes, where kitchen 
conversations open up a wide world of insight 
into Tannerstown life. Balshem can "belong" as 
a confidant, but not as a health educator. The 
more she works at it, she can also "belong" as an 
anthropologist. 

When she gets in further as an 
anthropologist, Balshem is privy to one woman, 
Jennifer's tale of agony over her husband, John's 
death from pancreatic cancer. Besides the issues 
of arranging his medical care, Jennifer battles the 
medical world. She fights for the right to see 
John's medical record. When she finds a line 
about his smoking and drinking, she asks the 
doctor, "What's this on here?" He responds 
"'That's not important." Jennfier retorts, "It's 
important to me. You're going to take this 
report saying he's an alcoholic and he smokes 
and this is what causes cancer. Then you wonder 
why we get upset because the stati~tics are 

· wrong." Jennifer struggles to get his_ medical 
record rewritten so that he doesn't look like an 
alcoholic, since that implies he caused his own 
cancer. She demands an autopsy to show that he 
didn't die of lung cancer, but of metastatic 
pancreatic cancer, so that he is not blamed for 
smoking-induced cancer. Balshem also 
interviews the physician, giving a fair accounting 
of his actions. De~pite her overwhelming 
identification with Jennier and John, she is 
empathetic with the physician's belief that ·for 
him "to lose control [ of treatment decisions] is to 
be responsible for his patient's death." This 
chapter is not only the most moving, but also the 
most informative concerning the depths to which 
people go to defend their lay explanatory models. 
This effort is not only about defending John's 

life and death, but about struggling against what 
residents believe is an undercount of 
environmental disease. One thing missing is a 

better characterization of the toxic contamination 
(e.g. air quality measures, occupational 
exposures) and its other sequelae ( e.g. asthma, 

· overall mortality). Another drawback is.that 
Balshem doesn't situate this work in the context 
of other literature on community· response to 
toxic contamination. This might help, say, at 
one point where Balshem notes that the residents 
are quite familiar with a 1984 study on lung 
cancer and air pollution, though she doesn't go 
into this further. Indeed, case studies of toxic 

-,waste ·contamination point to widespread lay 
involvement in scientific matters, and there may 
be more here than we read. These various 
shortcomings do· not detract from the book's 
contribution, though. Cancer in the Community 
is a fine portrait .of community-institutional 
conflicts over cancer etiology, health education, 
and the daily practice of social power. Balshem 
is deeply reflexive, giving us a rich insight into 
the conflicts she faced as a researcher, advocate, 
and individual. In the final accounting she quits 
her work to seek an academic position. This 
material is of great interest and utility to social 
scientists working in health settings, where they 
face co~icts with their own larger worldview 
and with the interests of their clientele. (Phil 
Brown, Dept. of Sociology, Brown University, 
Providence, R.I.) 

Bass, Scott A., and Robert Morris, 
International Perspectives on State and Family 
Support for the Elderly, New York, New York, 
The Haworth Press1 1993, 217 pp., with index, 
$39.95 hardcover. 

· The editors of this book, Scott Bass, 
Ph~D., and Robert Morris, DSW, are both 
associated with The Gerontology Institute at the 
University of Massachusetts in Boston. They 
have succeeded in putting together an excellent 
compilation of papers dealing with the state and 
family support for the elderly from a variety of 
national perspectives. The volume contains 
articles by leading thinkers from countries 
including Australia, Canada, China, Israel, 
Austria, Denmark, and Sweden. There are not 
only good ideas and appropriate discussion of the · 
issues but there is very useful empirical data in 
the articles to support the authors' perspectives 
and conclusions. The bibliographies at the end 
of some of the chapters are particularly useful. 

The forward, ·"Deconstructing' Fmnily 
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Care Policy for the Elderly: A Note", prepared. 
by John McCallum of the Australian National 
University, Canberra, is particularly helpful in 
pointing out just how complicated is the · 
definition of family. He calls for a critical 
examination ·of the concepts and definitions of 
family noting that it can be,a highly politicized 
term as 'Yell as obvious territory for creating the 
perception of social problems that require p1,1blic 
intervention." One needs to "deconstruct" all·the 
various meanings of family that have been built 
up by a variety of interests and policies over r 
time. There are three very good articles on care 
of the aged in Canada one by Phoebe Liebig of 
the University of Southern California comparing 
effects of federalism on care of the aged in 
Canada and the United States (comparison). A 
second by Neena Chappell of the University of , 
Victoria on changes in the health care system of 
Canada; and a third article by Susan McDaniel 
of the University of Alberta, Edmonton, and 
L.M. Gee of the Simon Frasier University, 
Burnaby, British Columbia,· pointed out a variety 
of contradictory policies affecting caregiver tasks 
in Canada. The sum of these three articles is to 
underline McCallum~s concern with both 
definition and policy impacts of how one thinks ' 
about the family. There is an interesting 
discussion and a good review. of research.by Lynn 
Oerald of·the University of South Alabama, 
Mobile on paid family caregiving and a review of 
progress and policies. There is considerable 
interest in the U.S.A. in paying family caregivers 
and moving away from agency ..based services. 
The thinking in this article can be contrasted 
with that of Josef Hori, The University of 
Vienna, Austria. Studies there have found that 
older people themselves clearly prefer the 
expansion of social services over paid family 
caregiving. This points up the need not only for 
more research but more thinking about goals and 
objectives when it comes to care of older people. 
Finally, there are useful articles regarding care in 
China, Israel, Denm•k, and Sweden. 

The material in this book should serve as 
a sounding board against which to test a number 
of ideas and proposals· currently being proposed 
in the U.S. Our social policy will be challenged 
by the complexity not only of defining families 
but by the variety of family types that exist both 
in the U.S. and around the wold. These include 
single parent families, multi families resulting 

from divorce and separation, same sex families, 
and the like. · While no single model is offered 
for adaptation in the U.S. a variety of themes 
such as what is the appropriate burden for family 
versus government, the question of paying or not 
paying caregivers, the share of formal versus 
informal care are all presented in different 
cultural context. This is a necessary volume for 
the gerontologist's book shelf. (James J. 
Callahan, Jr., Policy Center on Aging, Florence 
Heller School, Brandeis University, Waltham, 
MA) 

Bedell, J.R. (Ed.). Psychological 
Assessment and Treatment of Persons with 
Severe Mental Disorders. Washington, DC: 
Taylor & Francis, 1994, 239 pp. 

Psychiatric rehabilitation has grown in 
visibility over the past ten years. It is now seen 
by many advocates, practitioners, and consumers , 
as an essential aspect of community support 
systems designed to enable people with 
psychiatric disabilities to achieve life outcomes 
that are important to them.. This edited volume, 
a contribution to the publisher's series on clinical 
and community psychology, offers a collection of 
11 chapters presenting and summarizing from a 
clinical perspective the state of practice in 
psychiatric rehabilitation. The volume is 
principally designed for those providing 
psychiatric rehabilitation services and probably 
will be of most interest to students preparing for 
future · roles in this field, practicing professionals 
who are new to the field of psychiatric 
rehabilitation and to administrators and planners 
who wish to learn about the field in order to 
design programmatic approaches that are 
consistent with the knowledge base of psychiatric 
rehabilitation. 

There is really nothing new in this . 
volume. It does capture the state of practice in 
the field but it does not push into innovative 
practices or consider emergent forms of service. 
The book is divided into three major parts. The 
first part contains traditional material on 
~ment and treatment planning and includes 
a chaptei;-, that discusses the 'framework of 
psychiatric rehabilitation and two chapters on 
traditional assessment approaches (i.e. functional 
assessment and standardized assessment). A 
fourth chapter discusses program planning using 
perspectives derived from the patielit~authored 
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literature. This chapter struck me as an attempt 
by the editor to infuse· consumer perspectives 
into the volume but falls far short of capturing 
the rich and various literature generated by · 
consumers themselves concerning m~ntal illness 
and which is critical of the social, professional, 
and service system responses that too often 
create negative outcomes and experiences. 

The second part of the book offers five 
chapters on the development of social and 
vocational skills. Material on social skills 
training and recreational therapies demonstrates 
the concern of psychiatric rehabilitation with 
assisting consumers to enhance their lives 
through interpersonal and enrichment activities. 
The two chapters, however, do not add anything 
new to the literature and do not demonstrate 
how community settings can be incorporated into 
the rehabilitation process to help people gain 
competencies within the environments in which 
they will ultimately function. The two chapters 
devoted to vocational rehabilitation and 
employment may be of interest to people who 
are very concerned about helping people to get 
and keep jobs, a problem that has been a 
significant challenge to this field. Yet, despite 
the importance of work to people labeled as 
seriously mentally ill, and to their achievement of 
a decent standard of living, neither of these 
chapters address how to assist people to get well 
paying jobs--ones that will help them to establish, 
and progress in, long term careers. The final 
chapter in this part is devoted to case 
management and offers the reader a good 
overview of case management but does not link 
this form of service to a model of rehabilitation 
nor does it critically address the considerable 
problems created by case management systems 
and their implementation. 

The final part of the book organizes two 
chapters devoted to group and family therapy in 
rehabilitation. These chapters seem somewhat 
out of place given the focus of psychiatric 
rehabilitation on assisting people to achieve 
success in environments of their own choosing. 
As with many of the other chapters, the 
discussion of behavioral group therapy and family 
therapy does not contribute new information or 
offer new frameworks for integrating eitlightened 
therapeutic approaches into psychiatric 
rehabilitation. 

I was somewhat surprised to see the 

omission of important content from this volume. 
Certainly the clubhouse and the Fairweather 
approaches to psychiatric rehabilitation were 
overlooked while a stronger emphasis on 
consumerism may. have resulted in the inclusion 
of innovative content addressing consumer-run 
service alternatives, the involvement of 
consumers as' service providers, and the use of 
consumer advocacy as a way of.creating more 
sensitive rehabilitation and treatment services. In 
addition, I was hoping that housing issues could 
be addressed in this volume and, given the 
importance of housing to anyone's well being, 
especially to those who are very vulnerable to the 
disruption of housing, at least one chapter on the 
use of assessment and treatment, service, and 
support alternatives designed to help people to 
get and hold on to good housing would be a 
welcome and timely addition to this book. 

But perhaps these criticisms are unfair. 
This volume does focus on treatment and is 
written from a psychological perspective. 
Individuals who wish to increase their 
understanding of how traditional approaches to 
treatment fit into psychiatric rehabilitation will 
want to examine this book. Others who are 
interested in a form of rehabilitation practice 
that recognizes a broader set of social forces that 
create and sustain serious mental illness may 
want to supplement their reading of this book 
with other literature. (David P. Moxley, School 
of Social Work, Wayne State University, Detroit, 
Michigan). · 

Bloch, Frank S. Disability 
Determination: The Administrative Process and 
the Role of Medical Personnel. Westport, 
Connecticut: Greenwood Press, 1992, 248 PP·p 
$45.00 hardcover. 

This book is a thorough examination of 
the Disability Security Act ( especially SSDI and 
SSI), the Railroad Retirement Act, the Civil 
Service· Retirement program, the Federal 
Employees Retirement System, the veterans' 
disability program, and the Black Lung Benefits 
Act. It focuses on the role of medical personnel 
who are defined as physicians, nurses, and 
psychologists in certain circumstances. The 
problem, as the author views it, is that in some · 
25% of all fully developed cases the individual 
could be legitimately determined to be disabled 
or non-disabled ~d thus eligible or not eligible. 
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Chapter one is a thorough discussion of 
the administrative procedures used in arriving at 
a decision using the disability standards from the · 
previous chapter. By accepting the laws, 
standards, and procedures at face value the 
author appears to be naive, but remember that 
he is a lawyer who must treat them in this 
manner. Chapter three discusses the medical 
and legal issues involved. It is at this point that 
the author and virtually everyone writing on 
these issues go astray. This fact will be discussed 
in a moment. 

Chapter four discusses the role medical 
personnel played historically in deterring 
disability. He brings out the biased, self-serving 
views of groups like the American Medical 
Association during the discussion of the 
programs during the 1950s. The next chapter is 
a good, straight forward discussion of the current 
role that medical personnel now play in the 
disability determination process. Chapter six 
considers what role medical personnel should 
have in the disability determination process. 

· . From an administrative viewpoint he develops? in 
an admirable fashion, his models of the various 
roles. The final chapter contains 
recommendations which emphasize the role of 
medical personnel as developed in the previous 
chapter. · 

The problem with the book, and the 
problem which makes most of the discussion of 
these issues irrelevant, is the uncritical 
acceptance of the medical model. Bloch along 
with Jerry Mashaw, Deborah Stone, Monroe 
Berkowitz, Saad Nagi, and others-accept the 
medical model of disability as the basic paradigm 
for their research. It is correct that the 
development of medical science in the nineteenth 
century presented an alternative view of persons 
with disabilities. It did not, however wipe, out 
the view that persons with disabilities carry moral 
guilt with them. Such an attitude is widespread 
today among the general public and among many 
administrators of the programs under discussion. 
It is also quietly present in the discussion of 
disability determination because it is an implicit 
assumption of the medical model. 

Bloch does warn of the overreliance on 
medical personnel and he says that there is a 
limit to medical competence. Yet in the chapter 
which is the heart of the book and in which he 
develops the models for the use of medical 

personnel he writes: "Models must be constructed 
that will lead to effective implementation of 
disability standards based, to a large· extent, on a 
medical definition of disability .... " (page 160) 

Contrary to what Bloch and others 
believe, disability is a social construct manifested 
in discrimination. A(better use of the hundreds 
of billions of dollars contained in these programs 
would be to combat bigotry against persons ..with 
disabilities, to accommodations, and to stimulate 
the economy to produce jobs. Virtually all 
persons with disabilities can work in some . 
manner. It is a waste to keep them out of the 
labor market. 

The programs discussed in this book are· 
valuable in the short run ( since social change 
takes time), but they are irresponsible and even a 
crime in the long run . Race and gender are not 
deficits in the individual which must be 
"determined" Neither is disability. Affirmative 
action does work. Nondiscrimination programs 
must be used to integrate persons with 
disabilities into society. (David Pfeiffer,. 
Department of Public Management, Suffolk 
University, Boston, MA). · 

Qair, Jeffrey Michael and Allman, 
Richard M. Lexington. Sociomedical 
Perspectives on Patient Care. University of 
Kentucky Press, 1993, 289 pp., $36.00 hardcover; 
$19.00 softcover. 

Since the 1940s, books on care by 
medical sociologists, health psychologists, and 
clinicians--its organization, practitioners, and 
patients--have been frequent. Now in the 1990s, 
Jeffrey Michael Qair, a medical sociologist, and 
Richard M. Allman, a geriatrician, both from the 
University of Alabama Medical School, have 
produced and edited another volume, but on 
"Patient Care," with some 18 other authors from 
sociology, psychology, medicine history, medical 
humanities, geriatrics, and administration--an 
eclectic group. . , 

The book is on doctor-patient 
communication. It does not directly address or 
critique the modem social organization of care 
that is now corporatized for profit and driven by 
business efficiencies. Rather the text addresses 
the knowledge about communication in the 
doctor-patient relationship as it occurs in this 
current a ( and changing) organization of care. 

The focus is thus clinical, on the 
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communicative tasks of patient care, where Oair 
argues that social scientists can train "providers" 
and "generate social evidence" that contributes to 
the diagnostic workup, clinical efficacy, and 
continued professional training. Know]edge here 
is· not perspectfye alone as the book's titJe 
suggests but applied and operational, or clinical 
as we practitioners would argue. The readings 
expand the clinical horizon beyond the medical 
to the psychosocial. 

·The essays are divided into four sections: 
(1) Issues and Perspectives, (2) the Social 
Context of Medical Practice, (3) Communicating 
with Patients and Care Givers, and ( 4) Future 
Educational Considerations. In the first, the 
editors ( and William C. Y oe]s) review the many 
studies of communication deficiencies in doctor-
patient encounters whiJe William C. Cockerham 
argues that "modernity," resulting from 
industrialization, moves the DPR towards more 
participation and equality. He also observes that 
the prevalence of chronic versus acute disease in 
medical practice today makes the patient more in 
oontroJ. In the second section on social 
convexity, historical themes are covered. 
CharJotte G. Rorst, "From Bedside to Bench," 
illustrates how the "physio]ogy Jaboratories" 
rep]aced the "patient laboratory," diminishing 
attention to the individuaJ patient's symptoms. 
H. Hughes Evans, in High Tech vs. High Touch" 
describes how physicians first re]uctantly, then 
enthusiastically took to instrumentation for the 
diagnosis of disease, diminishing their attention 
to the patient as a person. Robert L. Ohsfelt 
notes how the "agency re]a~onship" of doctor 
and patient is influenced by contractuaJ 
arrangements and incentives, the newest to 
appear, "capitation payment" with its promise to 
decrease medical consumption and costs. "Fear 
of Malpractice Utigation," by Ferris J. Richey 
outlines how this may influence clinical decisions 
and documents the need for further research on 
its influence on DP communication. 

The third section, Communicating with 
Patients and Care Givers contains essays on 
"Incomp]ete Narratives of Aging and Social 
ProbJems in Routine Medical Encounters" (H.B. 
Waitzkin et al.), "Family-Centered Geriatric 
Medical Care" (R.A. Stillman), "Parenting a 
DisabJed Child" (J.L. WalJander and D.F. 
Hardy), and "Quality-of-Life and End-of-Life 
Decisions" (R.A. Pearlman). These essays, in 

general, reveal how patients have stories to tell 
about their distress and disabJements but do not 
get a full chance and how new concerns of 
patients are not being addressed, e.g., end-of-life. 

In the section Future Educational 
Considerations,· Marie R. Haug demonstrates 
chalJenges to physician authority and posits it for 
their autonomy too with uncertain consequences 
for patients. R.M. Franke], a social linguistic 
expert, and H.B. Beckman, a physician, 
demonstrate how better communication skiJl can 

· be taught to medical students, residents, and 
practitioners, reducing so many of the 
documented deficiencies in communication with 
patients. 

As with texts, who should benefit from 
reading these essays that have such diverse 
content despite their focus on communication in 
the DPR? Many. Socia] scientists may look for 
what communication themes that have been 
studies to decide where to go next. Medical 
instructors responsible for teaching the medical 
interview can find a comprehensive review and 
practical advice. Health educators interested in 
information to patients outside the clinicaJ 
encounter can find out what goes on inside. 
Practitioners and students interested in the 
historic roots of their professionalism can learn 
the issues around communication with patients 
whi]e patients with disableiµents who 
"participate" in communication with practitioners 
can find suggestions for changing the mode time 
and focus of their conversation with practitioners. 
(John D. Stoeckle, Primary Care Program, 
Massachusetts Genera] Hospital, Boston, MA). 

Cohen, Car] I., and Jay Soko]ovsky. Old 
Men of the Bowery:. New York, NY: The 
Guiliford Press, 1989, 248 pp., $45.00 hardcover, 
$19.95 soffoover. 

Home]essness continues to fascinate 
researchers like Carl I. Cohen, a psychiatrist, and 
Jay Sokolovsky, an anthropologist. Their 
scholarly, professional interest in human behavior 
appears to be coupled with a genuine respect for 
al] human beings. Their scientific clinical and 
research skills seem layered over basic 
foundational traits of listening deeply and 
relating with empathy. Old Men of the Bowety 
chronic]es the lives of a sample of the 3500 or so 
men who cal1 New York City's Bowery "home". 

Wonderful stories describe Unc]e Ed, 
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"the classic Bowery man," Miles, "the fry cook", 
and Roland? "the super-runner". Other 
characters are introduced that brings life to the 
research data. A comprehensive historical and 
social analysis of the homeless tracks several 
themes which the authors propose are related to 
the size and content of the ranks of homeless 
persons. This historical review -is -not limited to 
homeless older men, but also includes general 
information about beggars of several kinds, 
vagabonds vagrants, and homeless without gender 
or age detail. 

Tiie study participants were 195 
nonstreet dwellers (177 lived in flophouses, 18 in 
apartments) and 86 who lived on the street. 
rwo-thirds of the sample was white and the 
mean age was 62 years. This appeared to be 
fairly representative of the overall Bowery 
population. 

How did the authors carry out their field 
work? Data was collected through probably what 
amounted to incredibly creative use of various 
scientific sales and instruments. After all, 
questionnaires are difficult to administer to 
maintain validity and reliability under most 
circumstances. When you consider that these 
study participants lived in flophouses, slept in 
doorways and on park benches, you begin to 
comprehend the complexity of this study's 
methodology. The researchers also often worked 
as service providers and administrators. A 
structured questionnaire was used which had 
been utilized in a general sample of older New 
York City men. This afforded some opportunity 
to contrast older Bowery1 men with older 
community men on various physical health, 
psychological and social variables. 

This report should help the reader gain 
some appreciation · as to why credible research 
findings regarding the homeless population are 
scarce. The lack of data is unfortunate, given 
that a recent task force report to President 
Clinton suggests that there may have been as 
many as seven million homeless persons at some 
point in the late 1980's. 

What does the data tell the reader about 
homeless old men living in the New York City 
Bowery? How did they get there? The summary 
of findings suggesting "pathways to skid row" 
propose several recurrent themes. These 
include: A disruptive early family life; Low-
skilled employment with relatively poor 

education; Occupations that resulted in earlier. 
exposures to the Bowery for brief stays, such as 
merchant marines, day labor; A history of 
moderate to heavy alcohol consumption; Physical 
or psychological conditions that may have 
impaired work ability; Psychological turmoil over 
the death of or separation from a spouse or 
girlfriend. 

The findings about the survival of old 
homeless men document a harsh daily struggle 
for money, food, shelter, keeping clean, and 
avoiding being a victim of ,FI1J1le. A startling 
59% of the street men and 51% of the nonstreet 
men were crime victims during the previous year. 
Using a Need Fulfillment Scale, the two factors 
most powerfully associated with inability to meet 
daily needs were poor health and mental 
depression. Other variables of significance were 
stressful life events, living on the streets, more. 
institutional or agency contacts, alcohol abuse, 
being younger in age. Research data is examined 
that shows how social supports help the Bowery 
men survive. These Bowery homeless men were 
considerably more physically impaired than their 
elderly male counterparts living in the general 
community. Higher rates of depressive symptoms 
among these homeless men than the community 
sample was particularly troubling. Alcohol use 
was widespread and consumption was substantial: 
49% drink daily and another 33% drink several 
times a week. 

Thoughtful analysis of the data identified 
ten· variables that put the Bowery homeless men 
more at risk for poor physical or mental health 

·or for having trouble meeting their needs. Short-
term and long-term approaches are suggested for 
alleviating some of these· causes of difficulty for 
these older men. Cohen and Sokolovsky · report 
that their 281 interviews with Bowery men reveal 
a variety of ego strengths and a surprising ability 
to survive despite high levels of physical 
impairment, poverty, public abuse and 
powerlessness. The authors may tend to 
romanticize Skid Row and the Bowery men, but 
they also search seriously through their data base 
for clues to guide appropriate human service 
interventions. (Martha Dunn-Strohecker, 
consu.Itant in public policy, human services 
administration, and public health nutrition.) 

Cutter, Susan. Living With Risk The 
Geography of Technological Hazards. ~ew 
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York:P Edward Arnold, A division.of Hodder 
and Stoughton, 1993. 

Risk is a commonly used word with 
, . . multiple meanings. It can be synonymous with 

danger .and negative outcomes; exposure to. 
poSSJ"ble loss or injury; or considered to be the 
product of the probability of an event multiplied 
by the severity of the hanll. In Living With Risk, 
Cutter defines risk as the "measure of likelihood 
of occurrence of the hazard." . Hazard is "the 
probability of the event happening, but also 
includes the impact or magnitude of the event on 
society and the environment, as well as the 
sociopolitical contexts within which these take 
place." 

Cutter doesn't adequately define the 
relationship between risk and hazard and her 
definitions of risk .and hazard create a confusing 
framework for the book. Why should we focus 
on risk, the measure of the likelihood of hazards 
when hazards· are what affect our lives? As 
Cutter discusses risk, she often seems to be 
referring to hazards based on her own 
definitions. One example is the Alar controversy, 
a plant-growth regulator commonly used on 
apples and oiher fruits. Cutter focuses on public 
concern about reports that Alar poses a health 
threat to children - a concern not about the 
measure of the hazard but that the hazard 
existed. This blurring between the· use of risk 
and hazard weakens the book. It's never really 
elear how a risk differs from a hazard .. 

Cutter offers the reader a broad survey 
of the current "risk" and "risk assessment" · 
literature. She contrasts lay and technical' points 
of view about "risk" and "risk assessment". 
Unfortunately, she doesn't bring the discussion 
back_ to her original premise that technological 
hazards are socially constructed. Also, she 
emphasizes theories about risk perception and 
that we all use different "prisms" to define risks 
and hazards. She fails, however, to emphasize 
the underlying premises used by technical experts 
and the public which creates the conflict ~tween 
"expert" assessments of risk, and the public's 

· beliefs about risk. 
If technological hazards -are failures in 

technological devices or systems as well as 
failures in political, social, and economic systems 
that· govern the use of technology, what is the 
framework Cutter endorses in viewing risk? 

. Should we bow to scientific experts who use 

quantitative assessment techniques to assess risk? 
Should we embrace the values and qualitative 

, . aspects of the public's decisions about risks? Or 
should we forge an alliance between scientists 
and the public so that government can develop 
sound public policy responsive to the people 
affected by technological hazards? These l · 
questions are not· answered. 

Cutter also offers a broad survey of 
hazards theory, primarily from the field of 

. geography, her area of expertise. While the 
geographic· distribution· and sale of environmental 
hazards informs us about the scope of the 
problem and the people affected, this framework 
only mentions the important individual and 
~mmunity level factors such '8 class, race, an9 
gender which give us a better understanding of 
·the impacts of hazards. Her case studies offer 
interesting historical and geographic analyses of a 
few hazards. The cases, however, do not provide 
the reader with an understanding about the 
effects of these hazards on individuals the way 
other books such as No Safe Place (Brown and 
Mikkelsen) and Contaminated Communities 
(Edelstein) do. · 

Cutter's concluding chapter moves from . .cases to theory. Cutter concludes her, work at a 
theoretical level and with a few pages of 
comments about the need for a more feminist 

_· perspective on environmental hazards. I would 
have preferred that Cutter move from cases to 
practice because the chapter fails to provide 
insight into the title of the book. Her work 
would have been· strengthened by integrating her 
ideas about the social construction of risk with 
.an emphasis on the day to day effects that this 
social construction has on the lives of everyday 
people. What does living with risk mean to us? 
How can we make our lives, communities, and 
world less hazardous? Is there a way to live 
without risk? . · 

For people interested in the area of 
disability studies, the book· has little direct 
relevance. It does provide an interesting 
historibal and geographic examination of 
environmental hazards and theory development. 
It does not, however, provide enough insight to 
the effects of these hazards on individuals and 
communities to. illuminate our understanding of 
the staggering toll these hazards take. · (Louise 
Kaplan, Olympia, WA). 
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Duden, Barbara. The Woman Beneath 
the Skin: A Doctor's Patients in Eighteenth-
Century Germany, _trans. Thomas Dunlap. 
Cambridge: Harvard University Press, 1991, vii 
+ 241 pp., ·$24.95 hardcover. 

Much has been said recently, in the 
pages of Disability Studies Quarterly and 
elsewhere, about the social production of bodies. 
Barbara Duden's The Woman Beneath the Skin: 
A Doctor's Patients in Eighteenth-Century 
Germany is part of-the lively conversation 

- occurring across the human sciences that 
explores the "sociogenesis of the modem bodt 
(p. 24)-women's bodies, -especially. In The 
Woman Beneath the Skin, Duden examines 
women's experiences of embodiment at a specific 
histQrical moment and cultural location. The 
place is the German town of Eisenach; the time 
is the first half of the eighteenth century. Her 
source material consists of the edited diaries, 
recorded over a period of nearly three decades, 
of Johannes Pelargius Storch, an Eisenach 
physician. In his old age Storch compiled an 
eight-volume work from his patient case histories . 
entitled Diseases of Women. This record 
documents in detail the pains and sufferings of 
(approximately eighteen hundred women of varied 
· ages, social classes and walks of life who were his 
patients: maidservants, burgher ladies, peasants, 
prisoners and the nobility; women who were 
barely twenty and women in their sixties. 

The contours of modem· bodies come 
into focus when we contrast our experiences of 
illness in late, twentieth-century America with the 
symptoms th~t impelled the women of Eisenach 
to consult with Storch. These women described 
pains that "assailed" and "attacked" them--pains 
that intensified or disappeared when remedies 
were· taken, or migrated from one part of the 
body to another (from the limbs to the breast or 
from the breast to the genitals, for instance). 
Such migrations were possible ·because the 
centuries-long process of anatomizing the interior 
of the body had not yet been completed. In 
Eisenach, during the first half of the eighteenth · 
century, the body was still primarily viewed--
ideally, anyway--as a site of flowing, active 
discharges. · 

For Storch, body fluids were analogous 
yet ·differentiated. In illness, breast milk could 
be excreted as feces ("white, like curdled cheese") 

. (p. 108) and menstrual fluid could assume the 

\ 

color, smell and taste of milk. "The inside was a 
porous place, a place of metamorphosi_s: fluids 
changed in the body, they transformed their 
materiality, form, color, consistency, and place of 
exit, and yet apparently they remained essentially 
alike" (p. 109). 

Consider just a few of the ailments that 
Eisenach women complained of: · ~darkne~ of 
the eyes, a feeling that their hair was falling out, 
heavy tongue and speech, a flux in the ear, 
gloominess of thoughts, stirring in the arm, 
choking in the breast, a wooden stake in. the 
heart, a cold womb that was open too wide, 
stone colic, urge to urinate, knots on the 
buttocks, pains in the foot as though the blood 
itself was trying to force i~s way out" (pp. 89-90). 
The list goes on. This record of symptoms 
reveals the incommensurability of these women's 
bodies and our own.·-· For in the. late twentieth 
century, Western women do not complain of "a 
feeling that their hair was falling out" or "a cold 
womb that· was open too wide." The reason? 
Women do not "have"· these symptoms as such. 

In a positivist telling of the history .of 
Western medicine,_ the body is viewed as an 
unchanging, natural "object"; the body remains 
constant while knowledge and practice--diagnoses 
and treatments--progress. Thus, this slippage 
across two-and-a-half centuries would be 
explained as a reflection of the "superstitions" 
and "ignorance" of a ,prescientific era. In 
Duden's analysis, however, this slippage has ·very 
different meanings. Explaining it requires 
historicizing the body in dynamic relation to the 
macro-political changes that occurred between 
the sixteenth and eighteenth centuries, when the 
power of the modem state was taking hold. 

Duden links two developments, in 
science and corporal punishment, that helped to 
establish the modem body. The act of dissection, 
she suggests, opened up corpses, while torture 
and execution on the scaffold opened up live 

· bodies for public viewing. -"The 'state' was Iable to 
gain power from this opening and isolating of the . 
body because the 'biological' body and the 'social' 
body were connected, had a correlation in the 
culture's consciousness; whatever was done to the 
former was never done only to a 'private body' ... " 
(p. 10). Hence the -ritual and symbolic 
performance of torture and executions for a 

- spectating public. · 
-Duden argues that "the bio-logy (life 
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story) ••• is at the center ofStarch's practice" (p. 
43). Reading these biologies across the · 
membrane of modernity--mediated, of course, by 
Storch as listener-recorder-interpreter-editor-Dis 
the heart of her project. But how does a 
woman situated in Germany in the late twentieth 
century read the body backwards in time to an 
era when a pre-Cartesian world view prevailed? 
To a time before the science of anatomy had 
thoroughly reduced Westerners' experiences of 
embodiment into mechanical components--
systems and structures? fiI cannot be too careful 
~t to use my own body as a bridge to the past," 
Duden writes. "I 'have' a body. None of Starch's 
female patients 'had' a body in the same sense. 
To approach the women's compl.ts ... from my 
own body consciousness would profoundly 
prejudice my understanding. of what these women 
were saying" (p. 2). Yet Duden must necessarily 
approach the women's complaints from her own 
body consciousness, for there is no way for her--
or for any of us--to step outside of our bodies, 
our cultures, or our historical era. 

The Woman Beneath the Skin makes us 
conscious of differences in experiences of 
embodiment--sensation, pain, pleasure and 
suffering--that have become naturalized. Like 
anthropologists who visit a distant culture for the 
first time and find the native people baffling, 
readers may initially find the "bio-logies" of the 
women of eighteenth century Eisenach bizarre. 
This was my response. It is, of course, a measure 
of my medicalized world view. Yet as I struggled 
to understand these women's fluxes, corruptions 
and stagnations, I was also struck by the 
strangeness of my modem body and the 
interpretations I make of its signs· and symptoms. 

This book is not without its flaws. It is 
elliptical in places and presumes that readers will 
be conversant with the history of seventeenth and 
eighteenth century medicine. A long list of 
terms needs to be explained within the text and a 
glossary would have been. welcome. These are 
small annoyances, however, for the book has 
stayed with me during the weeks since I finished 
reading it. Indeed, my familiar body and the 
historically distant bodies of Starch's patients 
have begun to merge. The brilliance of Duden's 
project is the subtle and complex hand with 
which she performs this juxtaposition. (R. Ruth 
Linden, History and Philosophy of Science, 
Stanford University, Palo Alto, CA) 

Daniels, Cynthia. At Women's Expense: 
State Power and the Politics of Fetal Rights. 
Cambridge, MA: Harvard University Press, 1993, 
183 pp., $19.95 hardcover. 

· Cynthia Daniels' book, At Women's 
Expense, analyzes women's unique relationship to 
state power through an examination of three 
fetal rights cases. Her thesis is that the state's 
emergent interest in the rights of the fetus may 
constitute a new threat to women's self-
determination. .Although women's rights were 
upheld in all of Daniels' expository cases, she 
believes that even the attempt to regulate 
women's reproductive behavior demonstrates how 
procreation continues as·a basis for women's 
distinct relationship to the state. Her analysis 
rests largely on deconstructing the narratives and 
discourses surrounding each of three fetal rights 
cases. Daniels skillfully demonstrates that 
avoiding tort liability, punishing "bad mothers," 
and excluding women from desirable jobs sought 
by men were the real agendas of those seeking to 
regulate the reproductive behavior of these 
women. Being able to invoke fetal rights simply 
provided the opportunity and the excuse for 
regulating women's bodies. 

Daniels falters, ·however, in proposing 
solutions. Nowhere is her confusion more 
apparent than in the discussion of the Jennifer 
Johnson case. Johnson admitted to using cocaine 
the night before she delivered and was 
prosecuted and convicted for delivering drugs to 
her baby through the umbilicus; the conviction 
subsequently was overturned by the state 
supreme court. Daniels decries the 
criminalization of pregnant drug users and 
instead advocates "active prenatal intervention, in 
the form of provision of treatment rather than · 
the threat of punishment." The word "active" is 
key: Does she mean going out and recruiting 
crack-smoking mothers-to-be for enrollment in 
drug treatment programs? And if the women 
refuse? Daniels' disingenuously-worded policy 
prescription is silent on what happens to women 
who decline intervention, but it speaks volumes 
about her discomfort with appearing to be as 
coercive as those who would prosecute. Between 
the extremes of criminal prosecution and 
allowing expectant drug users to ignore the 
"moral obligations" of pregnancy, the author 
seems unable to find a comfortable place on 
which to rest her argument. Why is this so? 
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Daniels' analysis of the public discourse 
that enables the criminal prosecution of pregnant 
addicts follows from a social control perspective; 
that is, societies seek to constrain behavior that 
threatens social institutions, in this case, 
motherhood. But Daniels employs social control 
as an,evaluative, rather than a descriptive 
p~adigm. Hence, for her, social control 
becomes something only the "bad guys" do. 
Proper)y used, the social control paradigm asks 
"What is the shape of the social control?" not "Is 
social control present?" It is assumed to be 
present, and it's not necessarily evil. And here is 
where Daniels paints herself into a conceptual 
corner: She advocates "intervention" for drug-
using pregnant women without being able to 
admit that this, too, is social control. It is an 
attempt to alter behavior that is deviant and 
harmful. But Daniels' erroneous belief that 
social control is a negative makes her unable to 
understand her own position from a social 
control perspective. And it is this 
misapprehension that leads her to dissemble. 
She wants a line drawn somewhere, but doesn't 
want to admit that she's drawing it. 

Although At Women's Expense is not 
about disability, Daniels' failure to unders~and 
treatment intervention as social control is 
resonant for persons with disabilities. We know 
that treatment sometimes can become coercive. 
Traditional perspectives, however, make it 
difficult to discern when coercion begins because 
intervention labeled as "treatment" is assumed to 
be delivered in good faith by knowledgeable 
prof~ionals who have the client's best interests 
in mind. Therefore, conflicts over treatment 
tend to be attributed to "uncooperative" clients; 

. occasional)y, a particular misguided staff pei;son 
may be blamed. Understood as social control, 
however, treatment is viewed as an attempt to 
regulate or modify behavior; it may be benign or 
otherwise. Because the social control perspective 
understands both possibilities, it permits us to see 
more clearly when the line between benevolence 
and coercion is crossed. Even more important, 
we can discern attempts such as Daniels' to 
conceal that line. 

Al1 of this is not to say that Daniels' 
book is without value. Its painstaking analysis of 
the subtexts for each of the three cases is 
compelling; the author draws on a variety of 
intellectual tools to enrich her inquiry. Her 

prescriptive weaknesses not withstanding, Daniels 
has presented us with a forceful and absorbing 
demonstration of how women's unique 
relationship to reproduction continues to define 
their relationship to the state and serve as a basis 
for discrimination. (Susan Mayer, Graduate 
student, Human Development & Social Policy, 
Northwestern University, Evanston, IL.) 

Eisenberg, Myron G. (editor),~ 
Words in Psychosocial Rehabilitation. New York, 
NY: Springer Publishing Company, 1994, 116 pp., 
$23.95 softcover. 

.The editor states that the book , " ... was 
written as a guide to current technical usage of 
words, terms, and. concepts common)y found in 
the psychosocial rehabilitation literature. . .• the 
book's goals are to reduce needless confusion 
and controversy about terms and help stabilize 
terminology by addressing lexical and semantic 
difficulties. It was secondarily prepared as 
source book by serving as a ready reference text, 
a starting place for investigation of unfamiliar 

. subject matter." With these goals, it is 
reasonable that the book's intended audie,nces 
are students in rehabilitation and other 
disciplines who might need easy access to a 
specialized vocabulary not otherwise available in 
a single brief volume. An additional intended 
audience is practitioners who might need an 
update of changing word usage. 

A pool of words and concepts, developed 
from a review of nearly. 150 publications and 
examined by the text's Advisory Board and by 
graduate students enrolled in psychosocial 
rehabilitation courses, form the 95 key word · 
entries in· the book. The Epilogue, written by 
Robert Olueckauf, "examines issues relevant to 
the client- professional communication process 
by considering how language influences the 
behavior of persons with disabilities and their 
families, ... ". 

From the title I had expected a dull but 
comprehensive list of terms and their definitions, 
like a good dictionary. I found the book 
unexpected)y interesting in terms of asking myself 
whether I would have chosen the particular . ~-
terms, chosen other terms and whether I would 
have defined them in the same way. Indeed, 
one's point of view, theoretical orientation and 
specific interests would lead to a different 
selection of terms and their explanations. Of 
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course, the ultimate goal toward which this book 
strives is for all of us to use the same words to 
mean the same things. It may be too early to 
accomplish this goal but it is certainly timely and 
important to try. 

The definitions of complex terms such as 
"Balance Theory", "Behavior Modification" and 
"Social Role Behavior" were extremely · 
uncomplicated and oversimplified. They were, 
however, very clear. Given the limited space 
requirements in a book with the above purposes, 
the author did an admirable job. But given those 
limitations, the book is overambitious in at least 
its goals of reducing confusion and controversy, 
stabilizing terminology and updating changing 
word usage. The book generally succeeds as a 
guide to concepts and terms found in the 
rehabilitation literature, with one exception; the 
lack of terms applying to those persons with 
psychiatric disabilities. 

From my point of view and I hope from 
the view of at least some others in the 
rehabilitation field, the exception is a major 
failing. There was an almost total lack of 
attention to the psychosocial rehabilitation of 
persons with persistent and severe mental illness. · 
There was not even one reference to either the 
Psychosocial Rehabilitation Journal or to 
Innovations and Research. Both of these journals 
focus on the psychosocial rehabilitation of 
persons with severe and long standing psychiatric 
disabilities. Concepts such as "supported 
employment", . "supported housing", 
''deinstitutionalization", "dual diagnosis" ( drug 
abuse along with a disability) and "community 
support" are missing. Even when a concept/term 
that is relevant · to this neglected ( rejected?) 
disability group is used; e.g., "least restrictive 
environment", no mention is made of persons 
with severe psychiatric disabilities. 
Deinstitutionalization was appropriately placed 
under the concept of "least· restrictive 
environment" but was not discussed in relation 
to psychiatric· disability. 

Glueckauf's "Epilogue", the most 
interesting part of the book for a professional, 
points out the need for theory and research on 

f the role of communication (professional-client) 
in rehabilitation practice. He briefly (1) 
summarizes the rehabilitation literature focusing 
on the role of- communication, particularly 
devaluing language in shaping attitudes and 

behavior toward persons with disabilities, (2) 
·reviews pertinent research on physician-patient 
communication and health outcome and (3) 
proposes future direction for research on the 
role of communication in rehabilitation practice. 
His review points out that the few studies in 
rehabilitation communication suggest that the 
content of communication can modify attitudes 
but the relation between attitude change and 
behavior change is poorly understood. He further 
indicates that a substantially greater number of 
studies have been conducted with physicians and 
their patients, involving placing specific 
communication into such categories as 
"partnership building", "negative 
communication" and "information seeking." His 
review includes studies in which the effects of 
training of physicians and patients in · 
communication were examined in relation to 
interviewing skills and various other outcomes. 

Glueckauf proposes four directions for 
research: (1) "descriptive studies on factors 

· contributing to the efficacy and utility of 
professional-client communication, (2) studies 
examining the linkages between professional-
client communication and client outcomes, (3) 
research on the role of family involvement in 
professional-client communication and ( 4) 
research on the effects on non°handicapping 
language." Indeed these are useful directions for 
research. 

His comments about these research 
directions, however, need some clarification. He 
states that there have been "no published 
studies describing the types, locations, and 
frequency of treatment-related communications 
between staff and clients in rehabilitation 
settings." There have been such studies --
involving psychosocial rehabilitation for persons 
with severe and persistent mental illness. 
Glueckaufs first caveat in initiating 
communication studies is to confine them to 
single disability groups, types of staff and 
settings. His second caveat focuses on the 
perspective of the subject, i.e., professionals, 
clients· and their families. An unmentioned 
perspective, perhaps outside the range of 
professional-client communication, but an 
extremely important one is that of advocate: 
advocacy by professionals, clients and their 
families on behalf of a particular disability group 
or all disability groups for the purposes of 
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legislative action, stigma reduction and/or public 
and private funding. The truth of Glueckaufs 
first caveat. is validated by comparing his 
statement that, "Most clients adhere to a highly 
organized. schedule. of activities, involving daily 
appointments with therapists, nurses, and other 
health professionals.", to the relatively 
unstructured, sometimes "in vivo", and group 
approaches used in the psychosocial social 
rehabilitation of persons with psychiatric 
disabilitie&L The settings may guide the research 
methodologies. For example, although the 
interview and diary methodologies suggested by 

. the author may be more appropriate within 
unstructured settings and the unmentioned more 
expensive method of observation, may be more . 
appropriate in structured settings, all three 
methods have been used in both structured and 
unstructured settings. In addition, rigorous 
observation methods have been used in studies of 
communication within psychotherapy/ counseling 
sessions and within hospital wards. As the author 
suggests, different categories of the 
communication may be more useful with 
different disability groups in different settings 
and with different stakeholders. But let us learn 
from each of the different disability groups and 
settings as the author has done with physician-
patient communication. Let us take and adapt 
that which seems useful for intervention and 
research to our own pursuits. Let us include all 
disability groups in books, course and discussions 
of rehabilitation, especially of psychosocial 
rehabilitation. 

Glueckaufs call for research on the · 
effects of "handicapping language" is extremely 
important. Does changing the words, labels and 
concepts to other words, labels and concepts 
improve anything for any one or is it just 
"politically correct"? And if it is 'politically 
correct" today will it be so tomorrow? Both 
theory and empirical studies indicate that under 
some conditions labels have real effects, 
sometimes for good outcomes· and sometimes for 
bad outcomes. Under other conditions there are 
no real effects. It is essential that Glueckaufs 
challenges for additional research be widely and 
energetically taken up and championed. ( George 
H. Wolkon, Department of Psychiatry and the 
Behavioral Sciences, University of Southern 
California, Los Angeles, CA.) 

Finnegan, Joanne. Shattered Dreams--
Lonely Choices. Westport, CT: Greenwood 
Publishing Group, Inc., 1993, 184 pp., $22.95 
hardcover.·:. 

In this book the mother of a boy with 
Down Syndrome offers to share some 
information and support with other parents of 
children with disabilities. Her intent is to make 
decision-making easier for them by clarifying 
their available options. 

She is addressing especially parents who 
are surprised by a newborn's unexpected 
disability--she focuses on those most common 
(but of course still rare) conditions of spina 
bifida, Down· Syndrome, hydrocephalus, and 
some of the even more uncommon genetic 
syndromes. Whereas in decades past all such 
parents were urged to institutionalize their 
children and to "try again," today these parents 
are likely to experience strong social· and 
professional pressure to take their baby home. 
Finnegan urges us to reJll.ember that adoption · is 
an option--that there are prospective adoptive 
parents who have already declared themselves to 
be hoping for just such a child to adopt. 

~is is a difficult, emotion-laden 
situation to consider and discuss, and Finnegan 
has done a service by bringing the feelings out 
into the light. And she emphasizes two cultural 
conditions that make the dilemma even more 
difficult than it needs to be for the birth parents. 

The. first is the wish and hope for a 
"perfect" child; the desire is compounded by our 
cultural acquiesence to the belief that all of life's 
pain is potentially correctable by science. (There 
is a guilt-inducing corollary--if your life is flawed, 
you must have made a mistake.) ~f all new 
parents are required to wish for, and feel able to 
accept, only a newborn who appears to be 
"perfect," then their dismayed shock at 
comprehension of a reality that appears to be 
less-than-perfect is more easily understood. 

The second cultural condition that 
Finnegan emphasizes is how close to the edge 
most of us live--how little flexibility and how little 
potentially-available time and energy most of us 
have. Much of the explanation for this tightness 
is economic, of course; in most families with 
young children, both parents are required to 
work at paid jobs in order to safeguard the 
family's fiscal security. 

Raising any child is a labor-intensive 
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project. A child with a disability mak~ even 
greater demands on family resources· of attention, 
energy, patience, and time. Some families 
believe that they cannot cope. 

It is in this cultural setting that Finnegan 
urges the parents of newborns with disabilities, 
and their professional consultants, to remember 
that adoption is an option. 

Glueckauf, Robert L., Sechrest, Lee B., 
Bond, Gary R., McDonel, Elizabeth C. (eds). 
Improving Assessment in Rehabilitation and 
Health. Newbury Park, CA: Sage Publications 
1993, 334 pp., $21.95 softcover. 

This collection starts with a critical 
examination of the role of theory in 
psychological assessment by Richard McFall. 
While measurement issues in rehabilitation are 
complex, the essential purpose of assessment is 
to elucidate various aspects of our theoretical 
model. If the theoretical model is not well 
formulated, the assessment will.not be accurate 
no matter how well performed technically. In 
addition to linking clinical practice to a broader 
base of theory and knowledge, he stresses the 
development of more innovative approaches to 
assessment and tools. He illustrates his points 
through demonstration of the. difficulty in 
translating such concepts as anxiety, social skills 
deficit, and reinforcement into the measurement 
arena. The clinician must honestly ask herself 
whether there are valid methods available for the 
assessment purpose at hand, and if not, to · 
seriously consider spending the effort to develop 
new, innovative assessment methods rather than 
adopting invalid or inappropriate measures. 

Robert Keith and Mark Lipsey consider 
the role of theory specifically in medical 
rehabilitation, where the very multidisciplinary . 
nature and the demand for clinical services has 
made the development of theory slow. 
Particularly when there is a well developed 
practice tradition, the relevance of theory is not 
immediately evident to providers of care. The 
focus of this chapter ·is to show how theory can 

· help clarify relationships among assessment, 
treatment, and outcome and how this can guide 
providers to maximize effectiveness of care using 
a theoretical perspective which complements 
intuition and trial and error currently in use. 
Theory is most helpful in summarizing the most 
important information and inte~ating new 

information, and can then be used to specifically 
design paradigms for treatment effectiveness 
research. Specific theories in rehabilitation and in 
the larger context of quality of life are described 
and; placed in ..the co11;text of the rehabilitation 
team where the care 1s actually delivered. 
Finally, the authors make specific suggestions for 
what they see as the most importan~ areas for 
development of theory oriented treatment 
research: treatment effectiveness, measurement, 
practice variations, and analysis of recovery. 

Bond and Dietzen examine predictive 
validity within the context of vocational 
assessment, focusing on four types of 
measurement modes. They note that 
interviewing in unstructured format suffers from 
poor predictive validity and numerous 
fundamental limitations; while the structured 
format is theoretically more sound, evidence of 
validity remains lacking. Paper and pencil tests 
are useful to identify the less _capable job 
applicants in the general population, but their 
applicability to rehabilitation clients remains to 
be established. Work samples have been 
developed as a pragmatic but invalidated 
approach. Situational assessment shows 
predictive validity and makes intuitive sense, but 
most often reflects general work habits rather 
than specific skills. They argue for a complete 
reconceptualization of the assessment process for 
persons with disabilities, to incorporate the 
effects of specific job. training for adaptation to 
specific deficits, to gear the assessment to a 
specific employment outcome, and to include the 
interaction between the client and environment 
as in supported employment. They conclude 
with specific recommendations to maximize of 
vocational assessments, including repeated 
measures in real work settings of supervisor and 
client ratings, and objective ratings of the work 
environment. 

David Faust argues persuasively that 
traditional neuropsychological tests, designed to 
detect brain damage, will never be fully suitable 
for assessment of function. What is needed are 
tests designed specifically to discriminate 
function. He discusses the differences between 
structured batteries of tests with fixed methods of 
evaluating test results and flexible meihods 
relying on clinical judgement. He cites studies of 
perception and judgement which strongly support 
the former structured approach as more 
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accurate, and points out that a hybrid approach 
is commonly seen, even on such structured tests 
as intelligence assessment. With theoretical 
guidance, one. can construct assessments of 
cognitive abilities and behavioral competencies in 
specific situations which represent sampling of 
everyday activities. 

The psychometric adequacy of 
rehabilitation assessment instruments is detailed 
by Bolton and Brookings, with particular 
reference to the Functional Assessment 
Inventory, the Preliminary Diagnostic 
Questionnaire, the US Employment Service 
Interest Inventory, Becker Work Adjustment 
Profile, Rehabilitation Indicators, Sixteen 
Personality Factor Questionnaire, Minneso_ta 
Satisfactoriness Scale, and Disability Factor 
Scales. These scales show generally satisfactory 
norms, reliability, validity, and utility. 

Utility and cost effectiveness of 
rehabilitation assessment are discussed in several 

· chapters. Glueckauf describes some assessment 
utilization patterns and reasons for choosing 
particular assessments, and uses the Family and 
Disability Assessment System to illustrate 
theoretical underpinnings and capacity to guide 
treatment interventions. Concern for clinical. 
utility and involvement of persons with disability 
and their families are key features of this 
instrument. Teena Wax continues this line of 
thought in stressing the importance that 
rehabilitation providers understand the cultural 
values both from the individual and the societal 
standpoint, which determine the goals to which · 
rehabilitation is directed. The standardized . 
assessment so eloquently argued for in earlier 
chapters may easily obscure these values which 
may differ widely from culture to culture. 
Specific issues in cost effectiveness are lucidly 
developed by Kasniak and Bortz, but 
unfortunately the data are meager as to whether 
neuropsychological assessments have an 
effectiveness equal to their high cost. Again 
enters the familiar plea for theory to guide 
selection of instruments, practice in psychiatric 
and rehabilitation environments, and integration 
of diagnostic and assessment data with 
meaningful models. 

In the fourth part of the book Cordray 
and Pion broaden the notion of assessment to 
include treatment, integrating intervention model 
and implementation with research design. The 

success of an intervention is not just based on 
those treated, but also on the flow of clients 
treated · and on ability to recruit and retain 
clients. Brookings and Bolton illustrate use of 
confirmatory factor analysis, using LISREL with 
the US Employment Service Inventoiy and the 
Minnesota Satisfactoriness Scales to see whether 
the factor structure for the general population 
would apply to vocational rehabilitatic:m clients. 
The final chapter by Lee Sechrest covers generic 
issues in measurement which always must be · 
addressed. 

This book will be useful for both 
students and practitioners in all disciplines in 
rehabilitation, although the primary target is 
rehabilitation psychologists. Many issues are 
thoughtfully raised, with more than 1,000 
references to encourage further exploration. The 
enormity of the measurement problem in 
rehabilitation becomes clear. Concrete 
suggestions are offered in many areas - so many, 
in fact, that the reader is likely to become 
oveiwhelmed. If but a few are taken to heart 
and acted upon, this book will have achieved its 
purpose. HIGHLY RECOMMENDED. 
(Thomas Findley, Jr. Director of Research, 
Kessler Institute for Rehabilitation, W. Orange, 
New Jersey). 

Gubrium, Jaber. Speaking of Life: Horizons 
of Meaning for Nursing Home Residents. New 
York: Walter de Gruyter, Inc., 1993, 197 pp., 
Qoth $43.95, Paper $22.95. 

Concerns about ·the quality of care provided 
to residents in nursing facilities have increased 
over the last few decades. Worries about the 
quality of these services found expression in 
regulations designed to mandate activities that 
would assure desired outcomes as measured by 
governmental representatives, usually surveyors. 
Despite little agreement about what is meant by 
"quality of care," requirements designed to 
measure this illusive concept continue to 
proliferate, making the nursing home industry 
the most widely regulated in the United States. 

Gubrium expands the contributions begun 
with his 1975 book, Living and Dying at Murray 
Manor, in this new ethnographic study. Unlike 
1975 however, by 1992 the literature about the 
lived experience of nursing home residents is 
growing. This book fills a niche in this gro'Yfflg 
body of data to help us understand the elusive 

40 



component labeled "quality of life." Unlike 
quality of care, which is usually reduced to 
simple dichotomous responses on a surveyor's 
checklist, measurements of quality of life defy 
our current technology. Speaking of Life helps 
the reader to understand the nuances that 
determine the judgments nursing home residents 
make about their current environment. We come 
.to appreciate the influence the filters of previous 
life experiences cast on today's existence for each 
narrator. These voices bring to life the lesson of 
The Social Construction of Reality. (Berger & 
Luckman). These stories presage the failure of 
regulations to factor in the subjective aspects of 
living. Reading these chapters reminds one of 
Akira Kurosawa's remarkable movie Rashomon · 
where a murder is seen sequentially through the 
eyes of the four participants. Each time the event 
is replayed from the vantage point of yet another 
actor, the viewer is struck by how different the 
experience is for each participant. 

The text is organized in roughly four parts. 
At the beginning, the author sets the stage for 
the anecdotes by reviewing the relevant literature 
developed in recent years. The value of 

, ethnography to study this topic is described, the 
methodology used and the thematic framework 
of the book are introduced to the reader.· Next, 
narratives characterized by "orientations" are 
clustered by the predominant horizon of 
meaning, for example "worried to death." In this 
section, we meet twelve residents whose tales 
illustrate the five orientations. The next three 
chapters reflect "special circumstances" and 
acquaint us with individuals sharing common life 
experiences, e.g., twin sisters. The following 
chapter focuses on three individuals whose 
special circumstance is disability. 

The last chapter in this section gives us a 
unique look at life in the nursing home from the 
perspective of a nurse/resident who worked as a 
surveyor of nursing· homes. She is interviewed in 
the nursing home setting and later in her own 
apartment. This interviewee was the youngest; 
she reflects the[ professional and the personal 
horizons of meaning.· 

The final chapter pulls the text together by 
sharing lessons learned from these conversations. 
The author gives us a synopsis of the learning to 
be found in these interviews. Methodological . 
challenges are given generous space. Finally, 
many firmly defended shibboleths and terminal 

horizons touted in the gerontological literature 
are challenged. He . concludes by reflecting on the 
impact these interviews had on him in his 
personal life. An Appendix where the reader 
can find the interview guide, and a generous list 

· of references rounds out the book. 
While -Gubrium's work focuses on the elderly 

population, this book is also instructive for 
people who are interested in the disabled, not 
only because of the chapter devoted to this 
group, but also because of the experiences and 
themes common to anyone who resides in these 
facilities. 

Studies such as Gubrium's build on a sparse 
field of information about the more esoteric 
components of "quality of care." Individuals 
working with the institutionalized elderly and 
disabled will find vignettes rich with meaning. 
Policymakers and elected officials will find clues 
to understand the limitations of current survey 
methods. Disciplines dependent on sociology for 

· the answers to many conundrums in our 
professional lives will be grateful for the wisdom 
in this work. (Bonnie Faherty, School of 
Nursing, University of California,_ Los Angeles, 
Los Angeles, CA) 

Harrison, Stephen and Christopher 
Pollitt. (eds.) Controlling Health Professionals: 
The Future of Work and Organization in the 
NHS. Buckingham; Open University Press; 1994, 
$27.50 softcover. 

Controlling Health Professionals: The 
Future of Work and Organization in the NHS is 
one of ~eral volumes in Open University Press' 
"State of Health Series, " edited by Chris' Ham. 
Other volumes focus on professional standards, 
competition, financing, hospitals, and law and 
accountability. In this book, Harrison and Pollitt 
shine a highly illuminating light on the nature of 
professional work, the control of health 
professionals, and the future of professional work 
in Britain's National Health Service. 

Controlling Health Professionals is a 
compact 176 pages and is organized around six 
chapters: (1) Professionals and managers, (2) 
Finance for health care: supply, demands and 
rationing, (3) Challenging the professionals, ( 4) 
Incorporating the professionals, (5) Changing the 
environment, and ( 6) The future of managerial 
and professional work in the NHS. Harrison and 
Pollitt make frequent use of figures, tables, and 
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"case study" materials. Although this renders the 
text even more condensed than might otherwise 
be expected, the book as a whole is no less 
informative or enjoyable. 

There are several reasons why social 
scientists, particularly those of us in the United 
Sates, should avail themselves of this volume. 
We are an ethnocentric nation and it has been 
only with the discovery of our own "health care 
crisis" that we have begun ·to examine how other 
countries are· coping with rising health care costs 
along with problems of access and quality~ With 
its history of a greater involvement by the state 
in the organization and delivery of health 
services, Great Britain serves as a good contrast 
to the United States with its tradition of lesser 
state involvement and control. It therefore is 
fascinating t~ watch this country struggle with a -
more activist federal presence while strategies in 
the United Kingdom are beginning to turn 
towards market-based approaches to the 
org~tion and financing of health care. 

All of these issues serve as a backdrop to 
the broader theme of medical work and the 
competing notions of professional autonomy and 
managerial control. Each of Harrison and 
Pollitt's six chapters are subdivided further into 
sections· on; (a) theory, (b) history and origins, 
(c) content, and (d) effect. While it would be a 
disservice to readers ( and the authors) to attempt 
any summary of their arguments, I found myself 
particularly taken with their observations on the 
limits to managerial control, how the state may 
have a self interest in promoting medicine's 0 

professional autonomy, and the history and. 
evolution of performance indicators. In the first 
instance, Harrison and Pollitt discuss a lack of 
internal homogeneity within the managerial ranks 
and the relative lack of legitimacy accorded 
managers versus physicians by the public. In 
other places, the authors point out how the state, 
while displaying a great enthusiasm for reigning 
in professional discretion, may retain an interest 
in allowing the medical elite just enough 
autonomy ( or the appearance of autonomy) to 
convey the image that medicine-and not the 
state-remains in charge of the important and 
politically explosive decisions over rationing at 
the micro level. The evolution of performance 
indicators provides readers with a contextualized 
feel for how issue of management and 
professional control over medical work is far 

from a decided issue. Finally, the authors raise--
but do not answer--an issue I consider to reside 
at the heart of the professionalism debate, 
whether it is possible that health professionals 
"may acquire management skills without 
necessarily also embracing a ··managerialist' 
ideology." My own conclusion in this regard is 
"no" (and here I would refer you to a. 
forthcoming piece in the Journal of Health and 
Social Behavior co-authored with Donald Light 
along with the excellent work by Kathleen 
Montgomery on this topic) but then, I am wrong 
more often than I am right. 

Is there anything at all to criticize about 
this book? Sure. For one, material summarized 
in some of the figures is not all that self-
e.xplanatory. Second, the book frequently 
assumes a level of knowledge about the British 
health care system that renders meaning opaque. 
References to "British Quality Standard BS5750" 
went right over my head and while numerous 
references to the White Paper "Working for 
Patients" let me know it was an important 
document, further study will be necessary for me 
to understand why its release was a "shock" to 
·the British medical profession. A Glossary of 
Abbreviations opens the book but does not 
obviate these problem. Nevertheless, readers 
should resist the temptation to skim over details 
about the history of NHS or the recent split 
between purchasers and providers with its 
references to "District Health Authorities," 
"Fund-holding GPs," "Directly Managed Units," 
and "self-governing trusts." The terms may be 
alien but the issues of health care delivery aitcJ its 
control that underscore these terms remain key 
to any reasoned understanding of the future of 
medicine. 

There are no direct . references to issues 
of disability or long term/chronic care in this 
book. This is not a criticism, merely an 
observation. Nonetheless, it would be an 
exercise well worth taking to extend the plethora 
of insights and observations contained in this 
excellent volume about the nature and future of 
professional work to issues of disability and thus 
to one of the more challenging issues facing 
medicine as it moves into the 21st century. 
(Fred Hafferty, University of Minnesota-Duluth, 
School of Medicine). 

Koppelman, Kent L. The Fall of the 
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Sparrow: Of Death and Dreams and Healing. 
Amityville, NY: Baywood Publishing Company; 
Inc. 1994, 192 pp., · 

This book begins with an ending m the 
sudden death of the author's nineteen-year-old 
son in a one-car accident. Jason Koppelman, 
driving hQme from his job one evening, made a 

· careless mistake and "paid the highest price." 
Thus begins the author's search to find meaning 
in an objectively meaningless event. 

By inscnoing Jason's life in the pages of 
this book, Koppelman helps to heal himself. He 
argues for the power of stories which, told from 
his own memories and those of others who knew 
his son, may not comprise great literature but are 
nevertheless "the stuff of human life." Each 
story, he claims, is sacred testimony to a life. 
One of the more endearing qualities of the book 
is that in telling Jason's stories the author does 
not romanticize his dead son. Jason was a good-
hearted and gentle boy who wanted to direct 
films, but he also left a mess in the basement, 
was not exactly conscientious in doing his 
homework, "was an idiot about money," and 
often found ways around completing his chores. 
"I don't do weeds," was Jason's simple response 
to being confronted with the evidence that he 
had failed to carry out his lawn mowing 
responsibilities. 

Koppelman details daily life during 
grieving, from mundane issues of trying to teach 
his classes as usual, to specific attempts to 
interpret his dreams, to questioning whether 
there is life after death. He struggles with the 
tension between his rationality and his search for 
meaning, debating whether certain incidents are 
mere coincidence or miracles, signs of God's 
existence. He descn"bes explicitly what worked 
for him to make life without his son less painful, 
as well as what didn't. Throughout, there is a 

. belief in choices, that one can take some action 
in the midst of the apparent meaninglessness of 
death. It helped somewhat, for instance, to 
contact his son's heroes (Steven Spielberg and 
Garrison Keillor), and to set up a scholarship 
fund in Jason's name. But the most important 
choice, Koppelman seems to suggest, is that of 
faith, which the author describes as "choosing to 
believe in the context of doubt and uncertainty" 
(p. 166). 

Koppelman assumes a familiarity with 
Christian themes, and explores various Christian 

concepts of death and faith which may or may 
not appeal· to all readers; he also describes 
literature he found relevant to his own 
experience of grief. While he makes brief 
references throughout to grieving rituals and . 
beliefs in other cultures, these are in the form of 
"I heard about a culture in which .... " rather than 
of any solid ethnographic analysis. 

It is-hard to ·quarrel with this book;! in 
part. because it is ·so intensely personal. 
Nevertheless, I am unclear how one might use 
this work in disability studies. · There is, for 
instance, no disability here; Jason is at one 
moment a fairly "normal" teenager and at the 
next moment he is gone. the meaning of this 
sudden transition from life to death, and how to 
survive the loss of a child one has raised, is at 
the heart of the book. Some might argue that 
the process has parallels to giving birth to .a 
disabled child, in which, it has been suggested, 
parents go through stages of grieving for the 
healthy child of their plans. But my own 
preliminary research with mothers of infants 
'identified as at risk for disability does not 
support such easy comparisons. While some 
such parents might grieve the loss of the 
"normal" child they had expected, they may also 
have to struggle to find, and/or to assert to 
others, the full humanity in their child that was 
all too obvious to family and friends in their 
memories of Jason. 

The profound questions this book raises 
are ultimately unanswerable for anyone but 
oneself, if at all. This book is best read not as 
scholarly analysis of death and grieving, but as 
one personal document of surviving a loss. ( Gail 
Landsman, Department of Anthropology, 
University at Albany, SUNY, Albany, NY) 

Ludwig, Frederic C., editor. Lifespan 
Extension. New York, New York, Springer 
Publishing Company, 1991, 160 pp., $34.95 
hardcover. 

This book came out of two colloquia 
held in England and Italy in 1988. The colloquia 
were designed to answer the question what is the 
true aim of gerontological research? What are 
its main issues, its foreseeable impact ~n society 
and its philosophical aspects? The authors of the 
various papers represent a number of countries 
including the U.S. Israel, England, Germany, and 
France. The authors are primarily leading 
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scientists in the biological, medical, and social 
services. 

The articles are laid out beginning with 
attempts to define aging from a scientific and 
biological point of view. Measurement issues are 
discussed, various models for describing aging are. 
presented, the issues of lifespan, both its 
desirability and possibility, are reviewed as is the 
aging of the brain. Much of the materials in 
these first five chapters is biologically oriented, 
aimed at distinguishing between environmental 
impacts and internal changes that affect aging 
with some discussion of the "free radical" theory 
of aging and a more extensive discussion of 
caloric intake theory presenting _research findings 
and the possibility of caloric intake as an 
intervention in aging. 

Following the sections dealing with 
biological scientific aspects there are discussions 
of ethics, pastoral counseling and legal impacts of 
an aging. society and the extension of life. There 
are also chapters dealing with the social, 
economic, and policy impact of these changes on 
social systems, governments, and society. And, 
finally, there is a chapter dealing with research 
and how it should directed. 

This book has strengths and weaknesses. 
The strength is that it does cover a number of 
important areas dealing with aging and the 
discussion on the biological aspects is particularly 
interesting to one who spends more time on the 
social aspects of aging. Its major weakness, 
however, is that it is dated. The colloquia 
occurred in 1988 and in reviewing the 
bibliographies at the end of the articles there 
were no references after 1988. The book itself 
was published in 1991. While some .of the issues 
and theoretical perspectives may continue to be 
valid in 1995, it is likely that much of the 
empirical data may have changed so that for one 
to be most up to date on current scientific 
findings, the structure and models of particular 
chapters would have to be updated by reviewing 
more recent research. A second weakness is that 
on the one hand the discussion of the issues is 
too brief and superficial for someone who is an 
expert in that particular area, and on the other 
hand is too specifically focused for someone 
needing a more general overview of aging and 
lifespan extension. This volume should probably 
be in special collections on aging. (James J. 
Callahan, Jr., Policy Center on Aging, Florence 

Heller School, Brandeis University, Waltham, 
MA). . 

Kingsley Norton and Jan Smith. 
Problems with Patients, Managing Complicated 
Transactions. Cambridge: Cambridge University· 
Press, 1994, softcover $24.95; hardcover $54.95. 

This small text by two British general 
practitioners is "to help develop an attitude 
towards, and a conceptualization of, the clinical 
transactions with thei,; patients .... In particular, 
the method allows information derived from the 
personal level of the doctor-patient interaction to 
be harnessed in the service of the public level 
interaction and hence the clinical transaction." · 

In brief, this is another book on the 
effects of doctoring on the doctor with 
complicated advice on how-to do it better. 
Maybe. 

The book is driven by the authors' 
interest in patients and doctors, but specifically 
when practitioners label some patients as 

· "problem patients." "Problem patients" were 
common themes in the commentaries of analysts 
(1950s-60s) and sociologists (1960s-70s) when 
they looked at the doctor's negative responses to 
some patients. This theme is less common today, 
perhaps because interest in the psychosocial care 
or management of chronic patients in medical 
practice is less, when such care is more often 
shared with social workers, psychiatrists, and 
psychologists, and when nowadays more attention 
is paid not to the patient but to what the doctor 
is like. 

In some four chapters the authors review 
old ideas about doctor-patient relationships--
transactions--out of sociology (role), 
psychoanalysis (transference), psychodynamics 
(interpersonal transaction), and system theory. 

They introduce their notion of 
"complicated" versus "straight-forward" doctor-
patient relationships and divide those 

· transactions into. the "personal" and "public" 
domain, accompanied by box diagrams that 
contain the content of each domain for doctor 
and patient. These are classifications, not theory, 
that are meant to be pedagogical devices for 
analysis and discussion of conflict in the 
encounter. 

Chapters 6-9 deal with issues of 
intervention---managing "complicated" clinical 
transactions, material that is familiar from the 
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supervision of trainees in discussions of the 
· trainee's interactions with patients. The 
techniques they illustrate for managing 
transaction use old psychotherapeutic techniques 
adopted by medical practitioners from 
psychotherapy--clarification and elucidation, 
information transmittal, interpretation, 
containing, setting limits, negotiating, and 
integrating treatment approaches. Interesting 
case reports from everyday practice are scattered 
throughout ( not set out in definitive print against 
the text but blended with it) and numerous box 
diagrams are meant to clarify the text but often 
do not. 

In sum, this often dense pedagogical text 
does not bring new knowledge or information. 
The process and techniques in analysis of . 
"transactions" is old material. The book does 
organize knowledge into new classifications. 
Whether these are useful in practice or teaching 
remains .to be seen. This reviewer doubts that 
clinical practiµoners or teachers will follow the 
authors. Moreover, in Chapter 9, Implications 
for Training, it is surprising that the authors do 
not report any of their own personal experience 
as teachers in using the method they describe to 
presumably help the doctor with the "problem 
patient." (John D. Stoeckle, M.D., Primary Care 
-Program, Massachusetts General Hospital, 
Boston, MA 02114. 

MacKenzie, C. Psychiatzy for the Rich: 
A Histozy of Ticehurst Private Asylum, 1792-
1917. London: Routledge, 1992, 234 pp., $74.50 
hardcover. 

This is a fascinating volume relevant to a 
. range of audiences who want to gain a better 
understanding of what the author calls "the trade 
in lunacy." Unlike historians who have focused 
on the role of psychiatry in the management of 
mental illness and the quest by psychiatrists for 
professional status and legitimacy, MacKenzie 
focuses on medical and nonmedical proprietors 
of private asylums as entrepreneurs who offered 
care to members of the growing middle- and 
upper-middle classes in England during the 
period from the late eighteenth to the early 
twentieth century. The author traces four 
generations of doctors from one family line 
whose ownership of a private asylum established 
this family as a preeminent provider of private 
psychiatric care. According to the author, this 

case study offe~ an opportunity to examine the 
role of private psychiatric practitioners in 
influencing lunacy reforms and in shaping public 
policy directed toward the management of people 
with serious mental illness. 

The author asserts that the proliferation 
of madhouses during the eighteenth century 

r' · reflected changing patterns in family structure . 
and the emergence of a consumer culture among 
growing affluent classes who sought to purchase 
medical and psychiatric care as if it were a 
commodity. The case study reflects major trends 
in the care and management of people with 
serious mental illness. The early chapters of the 
book examine Ticehurst as a family business and 
the shaping of this business during the early part 
of the nineteenth century by moral reforms. The 
author analyzes the effects of a growing 
prosperity during the mid-Victorian period and 
the influence of this prosperity on creating 
services that were designed to appeal to an 
affluent consumer culture. The ushering in of a 
period of therapeutic pessimism in the late 
nineteenth century--a time that was itself 
influenced by a slowdown in the economy--forced 
Ticehurst to modify its standards of care. But 
the author examines the introduction of a 
number of reforms during this period specifically 
designed to exert more public control over 
private asylums and to elevate their standards of 
care. 

This volume strikes me as another 
important contribution to the analysis of the 
social matrix influencing the evolution of 
psychiatry. Its most important contribution, 
however, is not in the author's analysis of the 
medicalization of lunacy, and the management of 
this social problem by a specific professional class 
of practitioners, but in the commercialization of 
_psychiatric problems and the role of a changing 
cultural context characterized by significant 
changes in family structure and economy as a 
principal determinant of the proliferation of 
private psychiatric asylums. The author asserts 
that this proliferation is best understood as a 
function of economics and the emergence of new 
markets. Thus,· the themes of commercialization, 
family business, and consumer culture seem to 
dominate this book. 

Mac~enzie's work offers us new insight . 
into the emergence of modem psychiatry and the 
influence of social context on the emergency of 
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new social forms· dedicated to the management 
of mental illness. Those readers who wish to 
explore these social dimensions will find this , 
volume both instructive and worthwhile. Those 
readers who want to examine the influence of 
social forces on the management of deviance will 
also find this a worthwhile resource especially 
since the volume addresses class factors in its 
analysis. The book is well written and, despite. 
the author's assertion that the volume does not 
have policy significance, I feel that her analysis of 
privatized care is very· instructive to those of us 
who are interested in the policy and personal 
consequences of using private markets as a. 
means of allocating social, health, and 
rehabilitation services. (David P. Moxley, School 
of Social Work, Wayne State University, Detroit, 
Michigan). 

Maddock, James W., M. Janice Hogan, 
Anatolyi I. Antonov, and Mikhail S. Matskovsky. 
Families Before and After Perestroika: Russian 
and U.S. Perspectiveso New York, N.Y.: The 
Guilford Press, 1994, xv and 240 pp., $30.00 
hardcover. 

This edited book is the result of the 
collaboration of two teams of social scientists: 
members of the Department of Family Social 
Science at the University of Minnesota, and 
members of what was the Institute of Sociology, 
Soviet Academy of Sciences before the collapse 
of the USSR. It is part of an attempt to open a 
dialogue between researchers in the United 
States and in the Former Soviet Union that 
would lead not only to collaboration but to 
comparative studies of the nature, the functions 
and the prospects of the family in two large-scale 
industrial and urban societies. One of the major 
difficulties is that the study of the family has a 

. long history and developed methodologies in the 
United States, with a great deal of accumulated 
data,.whereas in the USSR, and now the FSU, it 
was until fairly recently, a taboo subject, 
considered "unproblematic" in a society that 
claimed it had solved most of its social problems. 

· The denial of their existence is illustrated by the 
story of the visitor to the Soviet Union inquitjng 
about sexual problems. "What sexual problems? 
We don't have sex" was the reply. 

It is only in the last decade or two and 
particularly following the era of glasnost twinn~d 
with perestroika, ushered by Gorbachev, that the 

family became a subject that could be 
investigated, and which gave hope for 
comparative work ..The book consists of eight 
substantive chapters: (1) a comparative overview 
of Soviet and American families; (2) the 
relationship of men and women in marriage; (3) 

. divorce and remarriage: ( 4) sexuality and family 
life; (5) intergenerational relationships-adults 
with adolescent leaving home and with aging 
parents; ( 6) the lives of women in relation to . 
work and the family; (7) social policy .and 
families; and (8) the future of families in the two 
societies. 

When the teams members first met, they 
were astonished to find so many similarities in 
family questions (perhaps because of the Cold 
War the long period of mutual ignorance and 
hostility led each side to emphasize how different 
the other was). But then, after the first period 
of euphoria, they began to realize there 
major differences due to different cultures, 
historical experiences, values and economic 
systems. There are also "mirror" phenomena 
deriving from the mutual paranoia and 
scapegoating of the Cold War. Take for example 
sex education: it was depicted by groups opposed 
to it in the United States as a "dirty Communist 
conspiracy directed at undermining the morals of 
American youths." And in Russia hardliners and 
chauvinists have claimed that sex education 
reflects a "Western, imperialist ~d Zionist 
conspiracy against the moral standards of Soviet 
youths." 

The book is not concerned with disability 
except for a few remarks that in the Soviet 
Union disability was also a taboo subject but 
that, just like the Vietnam War in the United 
States, the war in Afghanistan, the Chernobyl 
catastrophe and the earthquake in· Armenia ·have 
brought the subject more into the open. 

The book is a treasure-trove of 
information and insights into the family, 
particularly in the Soviet and post-Soviet 
situation. It indicates the degree to which Soviet 
society, contrary to the image it projected, was 
saddled with a variety of family problem, areas, . 
and in particuiar how difficult the lives of 
women. They gained the kin of "equality" that 
forced them to work, to take care of children and 
of the household, and this with terrible shopping 
conditions and without the kinds of appliances 
and services Americans take for granted. Thus 
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the feminist movement, as it has evolved in the 
United States, has ··not yet received a favorable 
echo in the Former Soviet Union~ 

If there is one criticism, it is that the 
book does not take sufficiently into 
consideration, in the two societies, the existence 
and the significance of different social classes 
with their own sub-cultures, economic resources, 
and family structures. Since social class is such 
an important component of contemporary 
industrial and urban society, it deserves to be 
considered an important variable. Finally, the 
· book is also a contribution to an examination of 
the "convergence" hypothesis and here the 
evidence is still ambiguous. And differences of 
opinion are not only between social scientists of 
the two sides but also among those in each side 
of the divide. (Mark G. Field, Harvard . 
University\Russian Research Center, Cambridge, 
MA). 

Makas, Elaine, and Lynn Schlesinger 
(Eds.). Insights and Outlooks: Current Trends in 
Disability Studies. Portland, ME: Society for 
Disability Studies and the Edmund S. Muskie 
Institute of Public Affairs, 1994, 304 pp., $25 
paper. 

Since 1983 the Society for Disability 
Studies (SDS) has published its annual 
proceedings. This edited work, Insights and 
Outlooks, is the latest of these annual 
proceedings. These proceedings generally and 
this latest installment fo particular are 
noteworthy for what they contain and for what is 
not included. 

The Society for Disability Studies draws 
participants who tend to identify themselves 
specifically as disability-studies researchers and 
writers. To the extent that disability studies as a 
discipline is new and emerging, there is much 
"soul searching" in many of the works included in 
this book. For example, Harlan Hahn's piece, 
"Disability and Physical Differences: An 
Alternative Paradigm for Political Research," 
calls for a new perspective on disability that 
would give new direction to how we conduct 
research in the area of disability studies and 
write about disability. Many of the 
contnoutors to this volume have a disability. This 
voice is a driving force behind of the included 
works here. The final chapter, "Self 
Determination,111 is especially powerful at drawing . · 

a link between empowerment and research and 
writing on disability. _ 

The ·contributions to Insights and 
Outlooks were papers presented at the 1993 
annual meeting of the Society for Disability 
Studies. The Program Chair for that meeting was 
Mitchell LaPlante of the University of California 
at_ San Francisco. The contributions represent a 
range· of -methods--t_here are quantitative as well 
as qualitative "research projects reported; there 
are interpretive pieces and social policy analyses. · 
The range of disabilities studied is broad: there 
are papers on .deafness, mobility impairment, and 
amputation/limb loss, to name a few. 

The format of this edited work is a 
"good news, bad news" matter. While the range 
of topics and types of methods employed by the 
contributors are broad, the papers themselves are 
developed abstracts. The "good news" is that the 
reader has access to, as the book's subtitle 
suggests, "current trends in disability studies." 
The "bad news" is that the reader is often left 
wanting more from a paper than the developed 
abstract can reasonably deliver. The editors do 
include the names and addresses of contributors 
so that the reader can contact authors for full 
papers. So, the proceedings volume is a 
reference~ a summary of what is current in the 
field of disability studies. It is a jumping off point 
for those who want to explore deeper. 

The organization of the book is heavy on 
social psychological themes. Chapters 1,2, 3, 6, 7, 
and 8 explore issues of identity and the creation 
of meaning around disability. To the extent that 
disability studies is an emerging field and issues 
of empowerment are central to many writers in 
this area, the social psychological emphasis on 
identity and meaning should not be surprising. 
There is a chapter (four) specifically given to 
measurement issues in disability studies. Also, 
there is a chapter (five) addressing social policy 
issues. 

The editors have done nice work 
organizing such diverse contributions. Their own 
works are included and are strong additions to 
this volume. Elaine Makas has developed the 
Modified Issues in Disability Scale (MIDS) and 
has been reporting on its transformations and 
revalidation over time. Lynn Schlesinger, who 
was selected SOS emerging scholar in 1994, 
contributed a piece on her research on women 
experiencing chronic pain. Also of note is 
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Caroline Wang's paper, "'The Reform of 
Prevention," for which she earned the 1993 SDS 
Emerging Scholar Award. 

Perhaps the best way to approach 
Insights and Outlooks is the way one would come 
to the Annual Reviews that are published· in 
many field ( e.g., Psychology, Sociology, Public 
Health). Peruse the Table of Contents. The 
papers included here will give the reader a fair 
idea of what is happening in the field of disability 
studies. If a title piques your interest even a 
little, go to it. Read the developed abstract. If 
you are left wanting more, write to the author. 
(Gary Kiger, Sociology, Utah State University, 
Logan, Utah) 

Moon, Marilyn, Medicare: Now and In 
the Future. Washington,D.C.: The Urban 
·institute, 1993, 263 pp., $57 hardcover, .$24 
softcover. 

This is a useful, but flawed book, one 
whose vices are in some respects as illuminating 
as its virtues. Moon begins by noting that 
Medicare, though a "fascinating and complex 
healthcare program", is "often not well 
understood." (xv) Her aim is to improve that 
understanding ·by providing the "overview" of 
Medicare's post-1965 development that, she 
rightly claims, is missing from the literature. 

Moon's book does not satisfy that 
exacting standard, but it does set the record 
straight on a number of matters. She gives a 
clear description the growth of the Medicare 
program, noting its expansion after 1972 from an 
elderly constituency to one including not only the 
disabled, but also those of any age with renal 
failure. , Moon provides accurate data on 
Medicare's outlays over time, rightly attacking 
two misconceptions that bedevil iJ:itelligent 
debate about the program's future. First, she 
notes that Medicare's annual rate of increase in 

.per capita expenditures, fell below the average 
national rate after 1985 after two decades of 
more rapid growth. Secondly, Moon debunks the 
notion that the aging of America's population 
"must be a major factor in Medicare's growth." 
Yet, the number beneficiaries is rising at only 
about I.I percent per year, hardly enough to 
account for much of Medicare's cost explosion 
since enactment. And this is but one of the 
myths Moon's careful financial and demographic 
account provides. 

Medicare Now and in the Future 
distinctively· and rightly emphasizes problems with 
the program which are clear to participants, but 
opaque to the public. One is the persistent 
increase after the program's start in the cost-
sharing borne by Medicare's beneficiaries. 
Medicare began with benefits modeled after 
conventional Blue-Cross/Blue Shield programs of 
the post..:war period. Deductibles and co~ 
insurance provisions were unthinkingly assumed 
to be . necessary to keep the program's costs 
within reaso~able bounds. But those features, 
when linked to the exclusion of most long-term 
care, loose control of what pbysicians could 
charge above the Medicare fee schedule, and the 
exclusion of payment for drugs, have meant that 
Medicare's beneficiaries pay on average very 
hefty sums. For example, "in 1986, elderly 
persons with a hospital stay and incomes of less 
than $10,000 spent 18.3 percent of their own 
income for acute health care services." (11) 

What Medicare spent, to whom and for 
whom, is where Moon's analysis is best. Her 
other aim, to illuminate choices for the future, is 
handled less satisfactorily. She treats marginal 
changes as needed, but deals very little with the 
political barriers to doing so. She reviews the 
difficulties with trying to reduce Medicare's costs 
substantially, but does not adequately account for 
the political barriers to doing so sensibly. She 
has other sensible suggestions, but they fail to 
satisfy because they largely ignore the political 
context of Medicare's operation and future. Why 
that is so tells us. much about the limits of 
economic analysis that concentrates on public 
finance, demography, and financial incentives, 
while leaving political sociology to others. 

Marilyn Moon's work typifies the 
approach of legions of policy analysts in 
Washington. It acknowledges the political world 
("messy' is her description of the catastrophic 
debacle of 1988-89), but does not analyze it 
carefully. It presumes that the mode of 
appropriate thought is to consider the country as 
a person, ask what problems there are with 
current behavior, and assume that a rational 
agent will in time review the options and choose 
sensible means to agreed-upon ends. Moon, like 
others in this craft tradition, know this is 
unrealistic, but, with the exception. of her case 
study of catastrophic insurance legislation in the 
1980s, fails to incorporate such matters into her 
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account. 
The result is unrealistic -- both in the 

."overview" of how the program developed and in 
what the future portends. Her bibliography is 
strikingly innocent of the work of political and 1 

social analysts as searching and informative as 
Lany Brown of Columbia, Theda Skocpol of 
Harvard, Jim Morone of Brown, Tom Oliver of 
Maryland, and Lany Jacobs of Minnesota. (I 
must note exceptions here; Paul Starr's The 
Social Transformation of American Medicine and 
my book, The Politics of Medicare, are cited, but 
hardly anything else I · or other sociologists and 
political scientists have written over the past 
quarter century.) The most generous view of this 
is that the division of labor has benefits and 
Moon is an economist. The less generous view is 
that, for the understanding of public programs, a 
political economy approach is a necessary, if not 
sufficient condition of producing real 
illumination. Readers should decide, but only 
after reading this important, but limited book. 
(Ted Marmor, School of Organization and 
Management, Yale University, New Haven, CT.) 

· Morgan, Faye, Riding the Gold Curve, 
Lubbock, TX; Texas, Tech University Press, 
1994, 192 pp., $25.00 hardcover. 

Here is a fictionalized autobiography of 
a woman with multiple sclerosis (MS) which 
carries considerable disability information in 
addition to its human interest message. Faye 
Morgan documents the medical, family, and 
nursing home experience from the patient's point 
of view in the 1960s. Her life path is so unusual 
and traumatic that the book sometimes reads like 
a novel and at times seems to overpower her MS 
experience. Yet ~t is important to remember that 
many chromic conditions may lie dormant for 
years, making substantial life changes later. 
Having a disabling condition is not always a 
straight-line career. Morgan's book depicts that 
reality. 

The gold curve named in the title refers 
to a laboratory test which was often done before 
MRI testing became the preferred method for 
obtaining a diagnosis of MS. Morgan details the 
many ways her life and health took curves and 
dips like a roller coaster, echoing her medical 
experience. From her terribly unfortunate family 
life in Texas, to her work as a public health 
nurse in Alaska, to life as a nursing home 

resident in North Carolina, Morgan shows 
remarkable resilience at the same time that she 
continues to serve others through nursing and 
educationo 

Morgan uses her journalism training to 
good advantage, also. The book is interesting on 
several levels but does occasionally seem to lose 
its primary theme in the complexities of Morgan's 
life. The many characters and problems that 
filled ·her. life are often left dangling, bringing no 
resolution for the reader. But these small 
matters evaporate when one is engulfed by a 
gripping conclusion. 

Throughout the book, poverty is a very 
real threat, both for Morgan and for her clients. 
Her descriptions of health crises in Poor 
circumstances are compelling. In the end she 
enters poverty herself, but not ~thout 
documenting the feelings and complexities of 
moving into the "poor" status. Another theme of 
the book is Morgan's sustained interest in · 
education. Books, classes, and teachers were all 
essential elements of. her very busy life. 
Regrettably, she does not compare her MS 
experience with other MS roller-coaster rides. 
Readers should be aware that MS appears in 
many different forms. 

The MS has a powerful presence in the 
book. Its effect shows most strongly in the 
reactions others make to its strange and 
unpredictable symptomso Medical professionals 
and family members are shown contending with a 
disease that was very poorly understood in the 
1960s. Now there are better understandings and 
more appropriate responses. 

For the general reader, the book 
provides many unique characters and events. 
For example, Morgan describes her work as a 
public health nurse with the Tiingit Indians in 
Alaska with both feeling and honesty. Since MS 
is the "storymline," it should be more thoroughly 
integrated with the .other features of this 
chronicle. 

The negative public and family responses 
to chronic illness which Morgan encountered 
many years ago have not disappeared. The book 
is more than another "hard-luck" story because it 
shows how the realities of life's hard knocks can 
combine explosively with illness problems. When 
a medically trained writer describes the 
sometimes unhealthy ways that family life, work, 
edu~tion, and illness can collide, the result is 
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worth some attention. (Nancy Brooks, Wichita 
State Unive~ty, Wichita KS). 

Prottas, Jeffrey. The Most Useful Gift: 
Altruism and the Public Policy of Organ 
Transplants. San Francisco, CA: Jossey-Bass 
Publishers, 1994, 173 pp., $29.9S hardcover. 

The Most Useful Gift is a compact, 
readable overview of how organ transplantation 
is organized in the United States~ Richard 

, Leone, President of The Twentieth Century 
Fund, sets the stage for this overview in a 
Foreward to the book that emphasizes the 
unique status of organ transplantation among 
medical procedures .. This unique status is the 
book's theme: Without the good will of altruistic 
donors, organ transplantation could not be · 

/ performed. 
In the six chapters into which the book is 

organized, Prottas discusses Foundations of 
Transplantation, The Organ Procurement 
System, The Public and Organ Donation, 
Medical Professionals and Organ Procurement, 
The Ethics and Politics of Distribution, and 
Transplantation and Public Policy. 

The author uses the gift metaphor to 
emphasize the human exchange component of 
organ transplantation. Altruism is the premise 
under]ying the organ transplantation system. 
However, the expression of altruism symbolized 
by organ donation to another ,human being is not 
a simple.expression. It is complicated by the fact 
that it is enacted within a context of medical-
mystique--life and death decisions and events 
that transpire in a medical setting and depend on 
the varied talents of medical care teams. An 
additional complication is that organ 
transplantation procedures are shaped by a layer 
of formal decisions embedded in legislation and 
policy directives. Thus, at the same time tliat 
Prottas communicates a "gift premise" as the 
essential dimension of organ transplantation, it is 
also clear that altruistic motives are. one · 
component of an intricate system of modem 
medicine that also depends heavily on medical 
professionals' expertise and sensitivities and on 
the equitable enforcement of policy directives. 

Prottas must be commended for his 
honest appraisal of the "benefits" of organ 

. transplantation. He descn"bes this 
accomplishment of modem medicine as "a 
dramatic medical intervention that prolongs life 

at the CQst of imposing a permanent dependence 
on continued medical treatment. It saves lives 
and increased chronic. illness." Prottas 
acknowledges that organ transplantation is costly 
and benefits a relatively small number o,f · 
patients. In all of these ways, he notes, organ 
transplantation is similar to other recently 
deveioped medical technologies. The central 
message conveyed by this book, however, is that 
organ transplantation ·is unique in making. the 

. fostering of altruism a necessary part of public 
policy. 

Along with public policy there must also 
be the personal motivations that influence actual 
donors. The Most Useful Gift may take the 
interested reader to another skillful analysis of 
organ transplantation that used the gift 
metaphor, ~he book titled Gift of Life by 
Roberta Simmons and her colleagues. Simmon's 
book, published in 1977 when. organ 
transplantation was still relatively new, provided 
detailed insights into the behavior and attitudes 
of organ donors and recipients. Organ transplant 
technology has Advanced in many ways since 
1977, but Prottas, in The Most Useful Gift, 
provides a v~uable reminder that societal values 
are an essential contributor to the opportunity 
that organ transplantation represents for 
po~ential organ recipients., (Nancy G. Kutner, 
Emory University School of Medicine, Atlanta, 
GA). 

Resources for Rehabilitation, compiled 
·by. A Woman's Guide to C.Oping with Disability. · 
33 Bedford Street, Suite 19A, Lexington, MA 
02173, 617-862-6455. 

A Woman's Guide to C.Oping with 
Disability is a useful collection of resources, 
(including disability provider and consumer 
organizations, educational materials, videos, 
publications and bioliographies) and text on a 
range or disability issues which concern women, 
including employment , housing, relationships, 
sexuality, pregnancy, and parenting. I 
recommend the book for libraries who can offer 
information to newcomers on the issues of 
women-and- disabilities, since the authors have 
done the work of collecting these extensive 
listings in one volume, and their brief topic 
sections give the reader an overview of the 
issues. · 

Revealed in the title, the book is strongly 
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medical rehabilitation-0riented, framing th~ . 
individual's experience, of disability as the process 
of Jearning .to "cope~" It includes brief but useful 
sections on advocating for oneself in the 
rehabilitation system. The book attempts to 
offer a perspectiv~-on "self-help for .disabled 
women" but this is cursory at best, emphasizing 
instead medical descriptions of ,.certain 
disabilities, .the rehabilitation process, interaction 
with providers ad obtaining adaptive equipment. 

The most problematic omission in this 
book was the lack of reference to groups or 

· organizations created or led by women with 
disabilities in the U.S.! (The only disabled 
women's institutes listed at all was one affiliated 
with a medical school.)" Three Canadian 
disability agencies were listed, but not the 
nationally known Disabled Women's Network 
(DAWN). This led me to think that these 
authors (unnamed in the book) did their research 
in the medical hbrary, and forgot to talk to 
women with disabilities. 

With such a sweeping title as "A 
Woman's Guide ... " one would expect the book to 
attempt to address the broadest range of · 
disabilities and of women's concerns about 
disability, such as care-giver issues or parenting 
disabled children. This is where the book struck 
me as odd. It included focuses only on six types 
of disabilities, described as "the most prevalent in 
women." . These disabilities, addressed in 
separate chapters, were arthritis, diabetes, lupus, 
multiple sclerosis, osteoporosis and spinal cord 
injury. 

But other at least equally "prevalent" 
kinds of disabilities which affect women, such as 
blindness, hearing impairment, cerebral palsy 
mental retardation, depression, etc. were not 
addressed or even mentioned. nor were the less 
common, but still major disability categories such 
as cancer, post-polio syndrome, head injuries, or 
spina bifida. One wonders about the selection of 
these particular disabilities. The book included 
only one page of text and three references on 
"Caring for Others with Disabilities." 

No one book can do everything. The 
strong and growing literature of the disabled 
women's community attests to the rich diversity 
of views we are privileged to hear in our process 
of defining ourselves, our needs , and our own 
solutions. This book has a useful purpose in 
rehabilitation, perhaps primarily for students or 

rehabilitation providers. But in this phase of the 
evolution of our movent,. book titles should be 
·more honest and accurate. · (Marsha Saxton, 
Special Projects Coordinator of. the Project on 
Women and Disability, Boston, MA.) 

Rioux, Marcia H. and Michael Bach. 
Disability Is Not Measles: New Research . 
Paradigms in Disability. North York, Ontario, 
Canada: L'Institut Roeher Institute~ 1994, 187 . 
pp. 

Books that deserve praise may pose a 
more formidable challenge to a reviewer than 
volumes that elicit an unfavorable reaction. 
Unlike anegative review that often provides 
other investigators with a justifiable excuse for 
ignoring a book, works that merit a favorable 
evaluation confront critics with the even more 
difficult task of persuading their colleagues that 
they should not neglect the publication. The 
problem is compounded when the volume is 
published by a small press in another country 

· with many authors whose names might not be 
immediately familiar to most professionals in the 
field. Yet, Disability Is Not Measles is an 
anthology that could have a revolutionary eff~ct 
on disability studies; and researchers who ignore 
this collection face the risk that their approaches 
to the analysis of this subject might become 
quickly outmoded. Contrary to the implications 

.of its catchy title, this volume includes both a 
critique of the traditional medical model and 
guidelines that may shape research on disability 
for many years to come. This is a book that 
should not be overlooked. Perhaps the most 
effective means of indicating the potential 
importance of this anthology can be indicated by 
a brief description. of its contents. 

One important dimension of this 
collection consists of its contribution to. new 
theoretical perspectives on the study of disability. 
Especially noteworthy is Rioux's analysis of 
various aspects of liberal theories of equality, 
which ~mphasizes the disadvantages of 
individuals with intellectual disabilities rather 
than the advantages offered to nondisabled 
persons by existing environmental 
accommodations. But her focus on equality of 
outcomes or "well-being" represents an important 
addition to the discussion of this concept. In one 
of the few articles on the American experience, 
Zola offers a helpful investigation of the history 
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of U.S. disability policy. In addition, Stockholder 
provides a useful study of the linguistic history of 
labels applied to people with intellectual 
disabilities. The. article by Bickenbach recounts a 
conventional legal analysis of voluntary vs .. 
involuntary disabilities. Bach contributes an 
important assessment of the quality of life 
variable; and Woodill presents a valuable -
summary of the state of existing information 
about the cultural meaning of disability. 

· · · To the extent that this anthology has a 
unifying theoretical theme, it is probably 
represented by post-modernism. Many chap~ers 
also reveal a methodological preference for 
ethnographic or other qualitative approaches 
instead of quantitative techniques. But these 
perspectives seem to have been shaped primarily 
by a desire to deyote increased attention to 
explorations of the meaning of disability and by 
the belief that prior studies have too often 
reflected the interests of medical and other 
professionals who provide services to disabled 
persons. \ 

Perhaps even more importantly, many 
articles in this volume examine .the design and 
cqnduct ofresearch on disability. Several 
authors recognize that the interactions between 
so-called experts and disabled persons as 
research subjects are a microcosm of political 
relationships that have kept people with 
disabilities in a subordinate position in society as 
a whole. As a result, they have proposed, in a · 
move that goes far beyond advisory committees 
and-consultation, that responsibility for the 
identification and funding of research problems 
should be vested in disabled persons, themselves. 
Although this plan is certain to attract strong 
overt or covert professional opposition, the logic 
of the recommendation seems almost 
inescapable. A full realization of the political 
implications of the study of disability, therefore, 
could have major consequences for the 
organization as well as the content of research 
activities in the future. 

Like most anthologies, this volume is 
vulnerable to the charge that the articles are 
eclectic and their quality seems somewhat 
uneven. Increased attention also might have 
been devoted· to the definition of disability and 
to the minority-group model. But, from a 
comprehensive perspective, these criticism seem 
like little more .than cheap shots. The 

weaknesses in this collection are overshadowed. 
by the impo~ance of the ideas that it presents. 
For. anyone interested .in research on disability9 
ignoring this book would be a mistake. 
(Professor Harlan. Hahn, Dept. of Political 
Science, ·University of.Souther California, Los 
~geles, CA). · 

Rothblum, Esther. and Ellen Coke, 
editors. Women's Mental Health in Africa.· 
Harrington Park Press New York, 1990. 

This volume,· originally published ·as an 
issue of Women & Therapy (10:3:1990), contains 
eight articles on topics related to mental health 
in African women. It is commendable that all 
save one of the authors are themselves 
professional African women who work in the 
field of mental health, ( and the one author who 
is based in the United States has a long standing 
affiliation with a Sudanese University). 

The range of issues covered in this , . · 
volume fall roughly into three categories: mental 
health, AIDS, and discussions of the mental 
health aspect's of women's roles in society that 
can be considered mental health in a rather. 

: ~ broad sense of the term. The first article, by R. 
1 

Kisekka of Uganda, provides a short but solid 
overview on mental health issues as they relate to 
women in sub-Saharan Africa. It is striking how 
little specific research has been undertaken on 
women throughout the region, and Kisekka's 

. paper does a .good job of raising as many 
questions as it answers~ Of particular interest to 
those working on issues· of disability and chronic 
illness will also be the work of Edith Grotberg on · 
the Zar cult· in Sudan and the discussion of 
depression in Wilhelmina Kalu's .paper on 
bereavement in Nigeria. Articles by Edemikpong 
Kisekka, El-Houehly and Mhloyi relate either 
directly to the AIDS epidemic and women or 
issues of women's reproductive rights and 
decision making that have direct implications for 
AIDS transmission. Osuala's article on role 
fulfillment and Kalu's article on bereavement and 
stress are also of note. Because of the 
Afrocentric, as ,opposed to Eurocentric 
orientation of these scholars,· all the articles, 
although short, raise worthy points. 

The weakness of many edited volumes is 
'-- that there is sometimes not enough attention· to 

any single subject. This volume,· unfortunately, 
shows this tendency. The articles on mental 'II, 
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health are, in and of themselve~ good. 
Published in a volume on "mental health, 11 the 
articles by Ka1u, Mhloui and Osuala, may well be 
overlooked by those interested in women's 
studies - and this would be unfortunate. The 
articles.on AIDS are also worthy of note but 
published as part of a "mental health" volume, it 
is likely that many AIDS researchers will miss 

·the insightful issues raised by these authors. For 
those interested in issues· of mental health ·in 
Africa, the articles in this volume, while not 
definitive, may spark new ideas and insights. 
(Nora Groce, School of Public Health, Yale 
University, New Haven, CT). 

Scherer, Marcia J. Living in the State of 
Stuck: How Assistive Technologies Affect the 
Lives of People with Disabilities. Cambridge, 
MA: Brookline Books, 189 pp., $32~95 hardcover, 
$24.95 softcover .. 

.Marcia Scherer, whose professional 
background is in rehabilitation .counseling, 
derived this book from a National Science 
Foundation funded study of_assistive technology 
issues. A qualitative research component was 
incorporated in the six-year study that examined 
the lives of several individuals with disabilities, 
such as spinal cord injury and cerebral palsy. 
Living in the State of Stuck begins with a subtle 
exposure of so~e of the common ~ctional and 
psychological effects of severe disabilities and 
then incrementally draws the reader into the 
complexities of disability and assistive technology 
use. The approach has been very effective in 
gaining in-depth insight into the intertwining of 
personal and environmental characteristics with 
those of the technology that affect usage. 

The point was made that society has 
typically viewed technology with both adulation 
and suspicion. Obviously it has enhanced our 
capabilities, even enabling exploration of 
extraterrestrial bodies. However, technology also 
has its down side, for example creating the 
potential for a nuclear holocaust. Scherer's 
finding is that the same variance in outcome 

· exists with regard to assistive technology. 
Assistive technology can enable many individuals 
to compensate for lost functioning. For some 
persons, particularly those with extensive 
disability, it offers opportunities to communicate 
and manipulate the environment in ways that 
would otherwise not be possible. On the other 

hand, technology may serve . to diminish other 
aspects of life quality. For instance, disabilities, 
particularly those that limit mobility, result in the 
social isolation of some individuals. · 
Interpersonal contact may be . reduced further 
when technology is substituted for personal care. 
An example cited is a mechanical device that can 
enable persons having no use of their hands to 
feed themselves. Although ·the device may be 

. perceived a freedom enhancing by some, for 
other it means the loss of one of the few 
personal contacts they have throughout the day. 
In..a .similar vein, even though an individual may 
be able to venture out into public areas with a 
highly sophisticated technology controlled 
battery-powered wheelchair, the result is less 
than positive if the public continues to react with 
aversion when encountering the person. 

Scherer's findings support the conclusion 
that technology cannot simply be thrown at 
persons with disabilities with the expectation of a 
positive outcome. There are obvious deterrents 
to use that must be considered, including cost, 
aesthetics, reliability, nuisance factor, and relative 
effectiveness. However, the personal 
characteristics of potential users are a critical yet 
often overlooked consideration. Many of the 
problems reflect a need for involvement of 
persons with disabilities in developing and 
recommending assistive technology. In essence, 
assistive technology suffers from being ch~ned to 
the same "expert driven" clinical model of dealing 
with disability that has historically dominated the 
rehabilitation system. 

Broader social issues also come to 
surface in the book. For example, technology is 
being perceived simplistically by some as "the" 
solution to disability. It is presumed that if 
persons with disabilities are provided enabling 
technology, then society will have fulfilled its 
obligation. It is perhaps a contemporary twist of 
the benign intent of providing a secure, caring 
environment that has underpinned the 
institutional warehousing of many persons with 
disabilities over the years. 

Scherer asserts that those immersed in 
the development and prescription of assistive 
technology need to begin by thoroughly 
considering what the impact of their wares will 
be on the over-all quality of life of the individual 
user. Moreover, if meaningfulness cannot be 
restored to the lives of persons with disabilities, 
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then technology which may enable perfo~ance 
of the "mechanics of life" is of. little consolation. 
That reality dampens the enthusiasm of many 
potential· beneficiaries, and is characteristic of the 
predicament in which many persons with 
disabilities find themselves "stuck." 

Living in the State of Stuck is primarily 
intended for those "involved in the prescription, 
fitting, modification, or design of assistive ·· 
technology." For. them, Scherer has synthesized 
her findings into a model for "Matching ·Persons 
and Technology" which provides a framework for 
assessing the characteristics of persons, their 
environment, and technology that affect use. 
However, there is much to be gleaned by·those 
involved in the study of social issues as well as 
persons with disabilities who are trying to figure 
out where technology fits in their lives. (Robert 
A. Chubon, Rehabilitation Counseling Program, 
University of South Carolina, Columbia, SC). 

Schwier, Karin Melberg. Couples with 
Intellectual Disabilities Talk about Living and 
Loving. Rockville, MD: Woodbine House, 1994, 
212 p.p., $15.95 US, $22.95 CN, softcover. 

In terms of research design, Couples 
with Intellectual Disabilities Talk about Living 
and Loving is not a model for structured 
interviews, but, then again, it was never intended 
to be. As suggested by the book's title, Karin 
Melberg Schwier dispenses with the formality of 
carefully-crafted interview questions and simply 
gives her interviewees the opportunity to talk, an j 
experience rarely offered to people with mental 
retardation, and an exposure to reality usually 
denied to those of us who wish to hear ·them. In 
addition, Schwier shuns the more familiar 
method of recruiting a select "sample" of , 
individual~ to participate in a standardized ( and 
inhibiting) "research setting," preferring instead 
to use whatever milieu works best at the time--
the lounge of a group home in New Zealand, a 
Kentucky Fried Chicken Restaurant in 
Saskatchewan, a backyard in Florida with parents 
and a sister listening in, or an apartment living 
room in California with two small, very active 
children present. As an experienced researcher, 
I should be shocked, but I am not. In fact, it is 
precisely this lack of formality and 
standardization that makes this book such a 
valuable resource for those of us who really want 
to understand how real people experience their 

own lives. Schwier notes in her preface: "I'm 
only the vehicle for each couple to tell their _ 
story; I'm not doing the driving" (p. 31 ). ~he 
carries through on this promise in thfr ensuing 15 
chapters, rarely editing the words spoken by her 
"interviewees" and never allowing her own 
comments or questions to intrude on the 
dialogue. (The only possible exceptions to this 
rule are the occasional one or two-word 
footnotes .that enable those of us who are 
unfamiliar with New Zealand slang to avoid 
m.isunderstandings--e.g., that two Iong-time 
platonic friends who like "to play Housie" are 
actually sharing in the New Zealand equivalent 
of Bingo.) Schwier wants her readers to learn 
directly from the people with whom she speaks. 
She presents only a cursory summary, and she 
makes no attempt at all to analyze what her 
interviewees have said; instead, Schwier permits 
us to eavesdrop: "As you hold this book, look 
past the stereotypes. I want you to have a 
conversation" (p. 32). 

The individuals whom we meet in 
Schwier's book represent an interesting cross-
section of people with intellectual disabilities. 
They range in age from 18 to 77, and they come 
from the U.S., Canada, and New Zealand, and 
from locales as divergent as Los Angeles, 
California, and Assiniboia, Saskatchewan. Their . 
relationships vary as well--a few couples are 
involved in long-term platonic relationships; 
some are in the early stages of dating; some are 
living together as sexual partners; some are 
married, and, of these, some have children. One 
18-year old woman, though also dating men more 
accessible to her, is even "involved" in a fantasy 
relationship with a handsome, young movie star. 
(Although this "relationship" may seem to be an 
unusual inclusion, it should be noted that this 
"partnership" is as important and as rewarding 
from her point of view as the other, more 
traditional relationships presented in the book; 
and, in fact, her make-believe romance is typical 
of the adolescent fantasies of many other women 
her age, both those who have disabilities and 
those who do not.) 

The book demonstrates · the similarity of 
experiences of people with and without mental 
retardation, as well as the unique problems 
encountered as a result of the attitudes of others 
toward those who have disabilities. There are 
occasional reminders that the interviewees' 
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disabilities may require them to work a little 
harder on the mechanics of living together · and 
setting up an independent -household--e.g., "I love 
Bev a lot. I would never lose Beverly. I know 
she can do her housework, cookin' on her own, 
all that. She had trouble with the washing, but 
she's .gettin' good at it. She can hang clothes up" 
(p. 171). Most of the time, however, it is very 
easy·to forget that the couples to whom we .are 
listening all have intellectual disabilities, since the 
disabilities seem to have no impact on the 
relationships--e.g., "I don't think I'd ever get 
married again. It takes too long to train a 
husband, so maybe I'll just be happy with this 
one. Okay, dear?" (p. 93). In many instances, 
the interviewees share insights that could benefit 
the most intellectually-gifted couples--e.g.-, "We 
always went to this hill and sat together in each 
other's arms and talk. So still today any time we 
have problems or just want to talk about us and 
Tyler [ their son] and our lives, we just go there. 
And nobody knows about it, it's private" (p. 150). 

The most ·obvious influence of disability 
on the interviewees' relationships is not caused 
by the disability itself; -rather, it is the result of 
the negative attitudes of others toward mental 
retardation. A number of the interviewees talk 
about interference by family members or 
professionals who feel they have justification ( or 
even an obligation) to control their relationships~ 
-e.g., "The social workers would come and ask 
questions and write stuff down. I might as well 
go back to school, I felt like I was takin' a test all 
the time.... It was like they were all just waitin' 
for us to make a mistake" (p. 125). 

The overall impression, though, is that 
the individuals themselves have been empowered 
by their partnerships and, in some instances, 
actually strengthened by the resistance of others--
e.g., "We had some people tell us we shouldn't 
have a baby, you know. But they don't seem to 
understand it's not their choice, you know. It's 
ours" (p. 113). 

H this book does have a flaw, it is that 
Schwier misses a perfect opportunity to highlight 
the wisdom shared by her interviewees. She 
introduces each of the four sections of her book, 
and she prefaces and concludes her book with 
quotes from acknowledged thinkers of the past: 
Aristotle, Sir Winston Churchill, Ogden Nash, 
Antoine de Saint-Exupery, etc. With two 
noteworthy exceptions, however, Schwier fails to 

take advantage of the less-renowned thinkers that 
she·has_ interviewed. Their statements present a 
more apt summary of her otherwise excellent 
book. Barry Smith, Toronto, Ontario: "You can 
be. in an institution with hundreds of people and 
you can still be the loneliest person on earth" (p. 
93). Michael Creamer, Harrison, Ohio: "You 
have to look at your heart" (p. 38). Brenda 
Haddad, Regina, Saskatchewan: "The biggest 
thing I -like about Shane right from when I first 
met him was he let me be myself. You know, 
me" (p. 146). irene Lamb, Pukekohe, New 
Zealand: "He's quite good at bowls [bowling], he 
is. He wins prizes. He won tins of fnl:it and 
icing sugar. I never know what he's goin' to 
come home with. But he always comes home, he 
does" (p. 167). (Elaine Makas, Lewiston-Auburn 
Colle~e o( the University of Southern Maine.) 

Sherman, aayton V. Creating the New 
American Hospital: A Time for Greatness. San 
Francisco. Jossey-Bass Publishers, 1993, 311 pp., 
$34.95 hardcover. 

Creating the New· American Hospital is a 
detailed, how-to-do-it book that examines the 
cultural, structural, and managerial 
"revitalization" of the American hospital. It is a 
book about "managing change" and calls for the 
"complete organizational renewal" of this 
institution. The author is the founder and 
president of a firm that provides "management 
development, organizational renewal, ~d human 
resource services to a wide range of hospitals, 
Fortune 500 companies, . associations, and 
emerging growth organizations" ( from the jacket 
cover). This is not a sociological study or 
commentary on the American hospital nor does 
it have anything directly to do with disabilities. 
This is not to criticize the book, for it has many 
strengths, but it is well that readers understand 
up front that this book -- although identified by 
the author as being written for everybody under 
the sun -- is most directly meaningful ( and 
perhaps even understandable) to those working 
in health care organizations -- particularly 
hospital directors and managers. 

· This book's greatest strength -- and it is 
considerable -- is that it takes a wealth of 
organizational and managerial principles and 
applies them to the "case" of the hospital. It is 
highly readable and nicely organized,. and 
contains a variety of informative tables 
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contrasting the "new" and the "old." Currently, 
hospitais are under trei;nendous pressures to 
change and·it is not surprising to find an 
increasing number of books applying their 
messages of organizational change to the case of 
the hospital.· . 

This same strength, however, is its 
greatest weakness. Pages of this book flow by 
without any obvious reference to the particulars 
of hospital organization and. management. For 

. example, Sherman touts the principle. of the 
Customer-as-first [his capitalization] and how the 
New American Hospital must view its Customers 
from the precipice of this guiding principle. 
Sherman's list of Customers includes patients arid 
physicians, but there is little in· this book 
acknowledging how managers often. are called 
upon to meet the often conflicting and 
contradictory needs of these two groups. 
Similarly there is little to suggest how hospitals 
may be different (or similar for that matter) from 
other types of service organizations. · 

Now, none of this is to say that this book 
would not be of interest to social scientists or 
those interested in issues of disabilities. 
However, it is to say that those so inclined must 
be prepared to do their reading and thinking 
between the lines.. For those interested 1n the 
sociology of occupations and professions, for 
exam.pie, Sherman's call for hospitals to adopt a 
"value-centered management" style, to .dismantle 
hierarchical, bureaucratic structures, and to 
abandon leadership styles based on class 
prerogatives and status, evokes the specter of 
rampant deprofessionalization. From another 
vantage point, one might even think of treating 
.this book as a form of raw data and along with 
other books of this like, and perform the type of 
content. analysis carried out by Peter Conrad in 
his highly illuminating (1988) study of first 
person ·accounts of medical training (Journal of 
Health and Social Behavior). 

But in the end, all of these things. are 
peripheral to the:major focus of this book. In 
one .of the jacket "blurbs" Rosabeth Moss Kanter 
refers to Creating the New American Hospital as 
a "hands-on guidebook •••[that brings] the best · 
new management wisdom to health care." I 
guess that's it in a nutshell. The book even 
comes with its own reader survey signed by 
Sherman thanking people for their purchase, 
asking for critical comments, and inviting readers 

to contact his firm with any needs or questions 
they might have about his .services. Sherman 
clearly is a person who has to practice what he 
preaches. . (Fred Hafferty, Behavioral Science, 
University of Minnesota-Duluth School of 
Medicine, Duluth, MN). 

Slee, Roger (ed.)..Is There A Desk 
With My Name On It? · The Politics of 
Integration. London/Washington, The Palmer. 
Press, 1993, 268 + vii pp. 

The Australian and British experience 
with educational integration is addr~ssed in the 
majority of the 17 chapters of this ~dited volume. 
It also features chapters from Canada and the . 
United States whose authors (respectively Bruce 
Uditzky and Robert Henderson) have visited 
Australia recently.. · 

Two interesting analyses of Australian 
educational history constitute Part 1. J9hn Lewis 
gives a condensed accQunt of special education in 
the state of Victoria. He highlights the problems 
faced by bureaucracies in ~g enlightened 
policies into efficient pr~ice.' The analysis. is 
too condensed to be satisfying, but points to 
additional sources, including the later chapters by 
Bob Summers, Gillian Fulcher, Tony Knight and 
Genee Marks, as well as the editor's chapter on 
inclusive learning initiatives. Daphne 
Meadmore's chapter is quite different, and 
analyses the role of testing, in restricting access 
to secondary education, . or approving placement 
in special education, using as an exam.pie the 

._State of Queensland. While Meadmore's work is 
· valuable in itself, links to other chapters are 

lacking, and the reader is left to ponder .the 
significant implications of her work for current 
policy and practice. [One wonders what a-reader 
familiar with Wolfensberger would make of the 
sentence "Normalization procedures were applied· 
to 'retarded' children later in Queensland than in 
the southern states" (pp 33). Editorial · 
intervention would have been helpful!] 

Part 2 is entitled "Observations abroad: 
International perspectives on integration" and 
clearly identifies that the book. is Australian, 
since the contributors are from the United 
Kingdom, Canada and the United States. Len 
Barton and Maeve Landman review the Warnock 
Report which in 1978 set the direction for British 
special education. They are particularly critical of 
the behavioral objectives approach and the lack 
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of political will behind the espousal of 
int~gration. I was frustrated by a 'throw-away' 
comment on page 47, where children with 
Down['s] syndrome are· singled out as the victims 
of 'homogenous and disabilist assumptions.' No 
reference or even hint is given as to what might 
be meant. 

Anne Gold, Richard Bowe and Stephen " 
Ball provide a brief historical context for their 
discussion of special educational needs in the 
term .made famous by- the Wamo~k Report. 
They focus mainly, however, on the -1988 
Education Reform Act and the National 
Curriculum and Testing stemming from it. They 
present a valuable diagram which shows how the 
attainment of socially just outcomes depends 
upon (at least), six factors: school micropolitics, 
general school· funding, demography, national 
curriculum/testing, additional funding for 
students with disabilities, and whether enrolling 
students with special needs makes a school more 
or less attractive to parents generally. 

Jenny Corbett shows how fragile is the 
presence of students with disabilities within the 
post-compulsory schooling sector. She identifies 
the varieties of integration experiences which 
have existed, and documents a trend from 'cap-
in-hand' integration to the recognition of the 
right to educational opportunities,. while 
acknowledging that, despite many gains, special 
education services are 'hanging on by a thread.' 

Bruce Uditsky provides a Canadian 
historical perspective on school receptivity to 
inclusion of students with disabilities. As a 
parent he describes with sensitivity the 
importance ·of values in producing good 
outcomes. While noting that inclusive schooling 
is not widespread, he claims that there are 
sufficient examples of success to counter claims 
that it cannot work. 

Robert Henderson analyses the concept 
of 'least restrictive environment' in the United 
States. Because educational integration in the 
US falls under federal legislation, following P .L. 
94-142, one might expect most students with 
disabilities to be placed in regular classes. 
Henderson notes several reasons why this is not 
so, including the level of funding for education, 
whether a system of special schools exists in a 
particular state, and strength of parent lobbying 
for inclusion. Overall he predicts further 
movement towards inclusion. 

Part 3 deals with the political aspect· of 
inclusive schooling.· B<>,b Semmens deals with the 
Australian state of Victoria, and gives a personal 
account, including his obseivations of a period 
spent working as an integration aide. A principal 

. architect of the Victorian approach, Gillian 
Fulcher, also gives a personal account of the 
realities of implementing the 1984 Integration 
Report, but her stimulating analyses will prove 
difficult to understand without 'some appreciation 
of the educational and political context of her 
writing. Tony Knight focuses on the high school 
curriculum, arguing a change from general 
education up to Grade 10, to highly competitive, 
discipline-oriented studies in the final years. 
State-mandated curricula, part of an economic 
rationalist agenda, . destroy cooperative 
approaches, and set schooling as prerequisite to 
labour market needs. He illustrates his 
arguments through a case. study, though the 
implications for integration are not very explicit. 
Genee Marks examines the operation of 
Integration Support Groups, a process similar to 
Eligibility and Placement Committees under P .L. 
94-142. She argues that a tension exists between 
collaborative decision-making and a. bureaucratic 
approach. It is clear that parents often are not 
heard in the discourse determining the 
educational future of their children. Roger Slee 
draws cautionary messages from the experience 
of implementing the Victorian Integration 
Report. He notes the powerful effects of 
curriculum, decision-making processes, the role 
of experts versus parents, and teacher education 
on any attempt to develop inclusive education. 
This last factor, teacher education, ~s explored· 
more fully by Mel Ainscow, who uses social and 
political theory to reframe special education in 
terms of group activity rather than the usual 
individual deficit forms. He describes a 
UNESCO project which approaches special 1 

needs from the perspective of school 
improvement.- This idea is pursued by Arlene 
Ramasut and David Reynolds who review the 
school· effectiveness literature. They proceed to 
identify principles for school development, with 
emph~is on whole school curriculum and ' 
organization. 

In the final part, perspectives from a 
student (Becky Walsh) and two parents (Amanda 
Lyons and Mary Rice) provide authentic 
testimony to the importance of inclusion, and 
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that the experience of successful inclusion means 
that other approaches will not be accepted. 

Overall the book offers much to readers 
who are familiar with Australian education, and 
is particularly useful for those interested in 
analyzing the success and failure of the .1984 
Integration Report in the state of Victoria. Its 
message for others may 1not be easily 
apprehended. (John Elking, Graduate School of 
Education, The University of Queensland, 
Brisbane, Australia). 

Soho, Janine Elisa. One Blood:·The 
Jamaican Body. State University of New York 
Press; Albany, NY, 1993, 329 pp., $~7,95 
softcover. 

Janine Soho uses the metaphor of blood 
as the symbolic focus of her ethnography of the 
ontological beliefs and social interactions of rural 
Jamaicans. She grounds her methodology in 
traditional anthropological dualities: sacredness 
and profanity; inner and outer body surfaces; 
male and female processes; socio- spiritual and 
physical realities, equilibrium and disequilibrium. 
The strength of Soho's analysis is in her 
comparison and contrast of the male and female 
experiences of mral Jamaica, and in the symbolic 
interaction between individuals experiencing male 
or female· states. Soho contributes to an 
anthropological understanding of Jamaican 
culture by demonstrating the unifying concept of 
"shared blood." Finally Soho's concentration on 
concepts of sickness and wellness are useful to 
those of us interested in disability studies and 
research. My review will focus on these three 
aspects of Soho's work: male and female 

. experiences, the concept of "shared blood", and 
Jamaican concepts of sickness that lend insight 
into universal human beliefs about disability. 

The rural Jamaican male is described as 
a somewhat pitiful character who is constantly 
suspicious of the females in his life. Females, for 
the Jamaican male, are potential temptresses, 
who have little need for men, but who band 
together in solidarity with other women. From 
the male perspective, female bodies have the 
potential for soiling the male body through 
menstrual blood-letting, drugging food, or the 
use ofstrong magic ( considered stronger than 
the magic used by men). Given the matriarchal 
nature of Jamaican society, it could be predicted 
that men would perceive women as having 

stronger magic than their own. Yet in fact, Soho 
notes that Jamaican men are offered .more 
financial prestige and social power than are 
women. 1 

The rural female is valued primarily for 
her ability to procreate. With the onset of this 
ability, the female achieves social adulthood. 
Soho notes that "having children affirms one's 
link into a substantial social network .. .In mingling 
one's blood with another's a person returns the 
gift of life blood his or her parents gave" (p. 
128). For the Jamaican female, who cannot hide 
nonfecundity as can a male, "fecundity represents 
reciprocation: blood for blood" (p. 128). Women 
are the primary caretakers of children. Women 
maintain their social relationships close to home 
and family, whereas men seek out relationships 
( even sexual ones) outside the home and family 
circle. 

The Jamaican concept of shared blood is 
closely linked with beliefs about sexual 
intercourse, procreation, and social solidarity. 

·Shared blood is perceived as both a physical and 
metaphysical reality. Physically, blood is 
considered to mean, "the red kind, built from 
thick, dark liquids such as soup, stout, and 
porridge, and from reddish edibles such as 
toma,!oes" (p. 30). Blood is believed to be shared 
through the act of intercourse ( semen is like a 
blood product here) and through the sustenance 
of the fetus within the mother's womb. In this 
manner, blood is shared from generation to 
generation, throughout the ages. All Jamaicans 
perceive themselves as being of "one blood" and 
all fecund individuals as contributing to the 
"blood bonds" linking all Jamaicans. · Such a 
contribution perpetuates the solidarity of 
Jamaican society, and the continuation of 
Jamaican ways. 

When examined for its contribution to 
disability studies and our knowledge of universal 
human beliefs about disability in general, One 
Blood is rich in content. Soho explores several 
examples of Jamaican beliefs about sickness and 
wellness and how these affect the individual's 
status in society. Her exploration is relevant to 
disability studies in that she provides a clear, 
strong description of one culture's way of dealing 
with body variations. I will concentrate on two 
Jamaican body beliefs as examples of Soho's 
contribution to disability studies: the symbolic 
represent~tion of the body as fruit; and the 
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centrality of the belly in Jamaican body image. 
The symbolic connection between the Jamaican 

·body, Jamaican society, and fruit that is 
harvested, eaten and that rots is well represen~ed 
in One Blood. Fruit can· either be fresh, clean 
and suitable for consumption, or it can be rotting 
stinking, and poisoning. Likewise, the body can .. · be -like a fresh fruit, clean and well, tasting good 
and sustaining life~ Or, the body can be like a 
rotten fruit, dirty, poisoning, a threat to sellness. 
Although this metaphor would have been fertile· 
ground for a discussion of disability in Jamaican 
life and thought, Sobo does not draw such 
conclusions. It appears, though, based on Soho's 
description, that Jamaicans would perceive the 
disabled body as a rotting fruit. Finally, One 
Blood stresses the importance of the belly in 
Jamaican culture. The belly is considered to be 
the center of an individual in the way the mind 
or heart is to Westerners. Therefore several 
conditions rise from the belly that represent 
medical or spiritual conditions of the individuals 
having the belly problems. For example, false 
belly is a condition _brought on by impregnation 
by a "duppie" or dead ancestor whose spirit stalks 
the living. In this ~, the results are a false 
pregnancy, and blood, gas, or sinews are 
delivered rather than a real baby. The belly is 
also seen as a receptacle of clean or unclean 
foods, which in tum, contribute to health or , 
illness. What goes into the belly is as important 
as an individual's behavior toward other. society 
members. Keeping the belly clean and healthy 
keeps the physical and social· body well. Again, 
Sobo does not relate this body image to disability 
in Jamaica, but one can postulate that illness may 
be attnbuted to either the work of spirits of the 
lack of care for one's belly. In either instance, 
disability ( as it is connected to illness) would be 
viewed as a negative condition to have and would 
reflect some type of spiritual or physical poverty. 

One Blood' will be of interest to social 
scientists interested in another cultural example 
of beliefs about the body, illness, wellness, and 
society. I recommend it for its clarity of 
description, its insightful analysis, and its 
usefulness as a tool for understanding crOSSa 

cultural implications of body beliefs about illness, 
disability, and health. (Susan Gabel, Educational 
Policy and Social Analysis Studies, Michigan 
State University, East Lansing, MI.) 

Snow, Jeffrey H., and Hooper, Stephen 
R. Pediatric Traumatic Brain Injury. Thousand 
Oaks, CA: Sage, 1994, 129 pp., $15.95 softcover. 

This book is Volume 31 of the 
Developmental Qinical Psychology and 
Psychiatry Series. The primary focus of the . 
series of -individual monographs is on 
developmental psychopathology, the diagnosis, 
. assessment, treatment, arid prevention of · · 
. problems that occur from infancy through 
adolescence. · 

Snow and Hooper have achieved their 
goal of producing an introductory· text which 
provides an overview of the issues involved with 
pediatric Traumatic Brain Injury (TBI) .. In 
addition, the overview is accompanied by many 
solid references for each area covered to allow 
professional to delve more deeply into an area to 
better serve children and adolescents with TBI. 

The publication of this book is timely 
and necessary since the field of TBI is fairly new 
and since children who survive TBl are now 
being included in federal and state legislation. 
Many professionals do not currently have the 
appropriate information to effectively serve their 
clients. 

Both sociological and technological 
changes have contributed to the prevalence of 
TBI. Sociological changes such as violent 
behavior, especially in schools, is currently the 
leading cause of TBI among adolescents in some 
areas. Technological advances have proven to be 
a double-edged sword. High speed 
transportation (plane, trains, automobiles, 
motorcycles...), complex industrial machinery, and 
chemicals have -contributed to an increase in the 
prevalence of TBI. On the othei: hand, advances 
in medical technology (MRI, CT scans, trauma 

-centers, emergency evacuation· teams ...) have 
increased the chances of survival and have 
improved the quality of recovery following TBI. 

As a result of the relative newness of the 
study of TBI, information for professionals· who 
work with the survivors of TBI, especially 
pediatric TBI, is scarce. This book, however, 
provides ·valuable information to fill that gap. 
The authors wrestle with all of the issues which 
make TBI difficult to handle: definitional 
dilemmas; unpredictable outcomes, neurological, 
cognitive, and emotional/behavioral sequelae; 
reintegration to home, school, and community; 
current medical interventions, and 
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nemopsychological assessment and prevention 
, strategies. In ~dition, they include a case study 
to illustrate the 'factors presented in the book. 

If only this book, which is affordable, 
and as a Sage Publication, readily available, had 
been published while I was struggling through 
the literature. review of my dissertation. (Sandra 
J.· Topalian, The Heller School, Brandeis 
University, Wal~ham, MA). 

Sobsey, Pick. (Ed.). Violence And 
Abuse In The Lives Qf,People With Disabilities: 
The End Of Silent Acceptance? Brooks 
Publishing: Baltimore, 1994, 480 pp., $27.00 
softcover. 

, Although we are experiencing an 
epidemic of violence in this country, the violence 
against persons with disabilities is seldom 
mentioned in the same context. Mr. Sobsey's 
book is an important scholarly effort that should 1 

, break our silence about this issue, at least in 
professional circles. Written as a primer on 
abuse, this book sets out to provide a conceptual 
framework for undeJ"Standing abuse of people 
with disabilities; to offer strategies for abuse 
prevention; to identify resources for prevention 
programs; and to encourage interaction among 
those concerned about abuse. 

Dr. Sobsey notes his intended audience 
as parents, professionals in the disabilities field 
and professionals in law enforcement and · 
abuse/assault fields. Noticeably absence from his 
list of suggested readers are the subjects of his 
book, persons with disabilities. 

Initially the author recounts his personal 
experience with the issue during the ten years he 
worked in institutions. His observations of abuse 
of residents provided the impetus to create the 
University of Alberta Abuse and Disability 
Project in 1986. Through these research efforts, 
Dick Sobsey has tried to develop ptactical 
methods to prevent or detect abuse of persons 
with disabilities. 

Dr. Sobsey's first task is to help us 
understand abuse. When reviewing the literature 

, about violence, including sexual abuse/assault, 
Dr. Sobsey cites studies about child abuse and 
abuse of persons with disabilities as well as 
drawing some parallels between the, two groups. 
The author also provides us with an in-depth 
discussion of institutional and ·caretaker abuse., 
However, lacking are any parallels in the 

'literature about violence experiences of adult 
women without disabilities. 

To further underst.and this issue, Sobsey 
suggests the adaptation of an ecological model of 
child development (Brofenbrenner, 1977, 1979) 
into an ecological model of abuse that stresses 
physical and psychological factors of the 

, individual interacting with environment and 
culture. Using this model, Dr. Sobsey illustrates 
why a person with a disability may be victimized. 

If the first section seems complicated 
and theoretical, the second section delivers a 
clear message that promotes prevention. The 
author suggest empowerment of the individual, 
working with families, building safer 
environments, and changing attitudes as broad 
, prevention strategies to combat this issue. 

· Although ambitious in scope, Dick Sobsey has 
made a passionate and logical argument for 
inteiventions at all levels of society. , 

Dr. Sobsey has written the most 
comprehensive review of this issue to date, 
however, much of what we know is based on 
institutional abuse, abuse of children with 
disabilities, and abuse of persons with 
developmental disabilities. Now that Dr. Sobsey 
has challenged us to end the "silent acceptance" 
of this issue, we' need 'to ask more' questions 
about how, when where and why adults with 
different disabilities are abused and how we can , 
implement some of Dr. Sobsey's preyention 
strategies and support victims with disabilities 
during their healing process. {Angela Nannini, 
Heller School, Brandeis University). 

Spiegle, Jan A. and Richar~ A. van den 
Pol. Making Changes: Family Voices on Living 
with Disabilities. Cambridge, MA: Brookline 
Books, 1993, 216 pp., $19.95 softcover. 

The personal written narratives of , , 
parents of children with disabilit~es attract me for 
a number of reasons. In the first place, the 
stories of mothers and fathers provide 
extraordinary glimpses into the experiences of 
families that include children with disabilities. 
Furthermore, their narratives offer invaluable 
insights into the social situation ,of disability, , 
family life within a particular culture, 
professional practices, and public policy. Jan A. 
Spiegle and Richard A. van den Pol's book 

, extends the literature of parent narrative in 
important ways, while at the same time. it 

60 



11 

exemplifies some of the problems inherent in 
collected editions of personal stories. 

Overall, I am enthusiastic about this 
book because it adds to our knowledge and 
understanding of the lives of mothers and fathers 

· · and their interpretations of their experiences with 
disability. It is different from other·collections of 
parent narratives· such as Turnbull and Turnbull's 

· Parents Speak Out: Then and Now (1985), for it 
._ attempts to integrate the writings. of professionals 
and siblings, and it includes an interview 

· · transcript, copies of·correspondence, and poetry. 
In addition, the book is designed ~o be used as a 
text for professionals in the human services and 
as a resource for support group members. 

· I appreciate the authors' attempt to 
bring together these multiple perspectives and 
goals in complementary ways. And some of the 
writings offer refreshingly new insights into 
parent-professional collaboration. One article in 
particular by McG]ynn and Dodd describes the 
achievements of a mother-pharmacist team. The 
stories told by fathers offer an important 
dimension to literature which tends to focus on 
the experiences of mothers. Overall, the parents' 
stories cover a wide range· and tell much about 
the current state of affairs in professional and 
policy response to disability, although I doubt 
that. parents' experiences in minority cultures are 
well represented in the text. 

The authors' remarks frame the book. It 
begins with a Foreword by Congressman· Pat 
Williams, Acknowledgements, Preface and 
Prologue by Jan Spiegle, and it closes with an 
Epilogue·by Jan Spiegle, and three appendices: 
The Topical Index, The Instructor's Guide, and 
The Support Group Discussion Guide. Thirteen 
of the fifteen chapters are named for the 
individual children who inspire the writings of 
their family members. Two chapters are devoted 
to professionals' perspectives. I found the visual 
layout disconcerting, for. there is considerable 

. variance in length and format among the 
chapters. I returned repeatedly to the Table of 
Contents for orientation. 

Jan Spiegle notes in her Preface that the 
purpose of the book is to provide a resource for 
family members and professionals. She advises 
that the focus of the book will reveal itself as the 
narratives unfold. And surely the text does 
provide a resource and a reference for parents as 
well as for professionals. But the authors' 

intentions are not altogether clear, perhaps 
because they are so broad. They tell us, for 
example, that "acceptance" · is one of the 
"common threads" that weave throughout the 
narratives, and yet the authors leave it to readers 
to interpret "acceptance" and the other themes 
that emerge from the collected writings. The 
book would be a much more valuable classroom 
. text for students and guide for parents if its 
opening pages articulated the authors' plan, 
presented the important themes, provided a 
context to unqerstand those themes; and, in 
short, offered a frame of reference for readers to 
understand the material. · 

The writing itself presents some 
problems. As in many collected works, the 
narratives of the multiple authors are extremely 
varied. Some are truly compelling; they draw us 
into the parents' world while at the same time 
they inform us about social issues that transcend 
personal ~xperielice. Other entries seem to 
contribute little to our knowledge or 
understanding of families or the social situation 
of disability. Some of the professionals' writings, 
for example, fail to inform. Indeed, a couple of 
articles by professionals tend to reinforce 
stereotypical views of parents as ·much as they 
enlighten. Two articles included by the same 
collaborative team of authors are simply · 
redundant. The inclusion of professionals' 
writings in a book generally devoted to parents' 
narratives is probably risky at best, for parents 
tend to adopt the personal language of story-
telling while professionals rely on formal 
language to relay their ideas. The messages, too, 
are different. Parents tell their tales to convey 
feelings and reflections as well as to inform. 
Professionals prefer to advise and instruct. 
While both have their place, they do not work 
well together in this volume. The book troubles 
me somewhat because it glosses over some of the 
issues concerning· families of children with 
disabilities. Jan Spiegle's discussion of parental 
"acceptance," for example, is over-simplified and 
even misleading for students of family 
experiences. Her approach to "acceptance" 
reflects the traditional (usually professional), and 
to my mind, superficial, views that concern 
parents and disability. There is more to 
"acceptance" than the authors would have us 
think, for "acceptance" refers also to broader 
soci~ dimensions of disability, which the parents' 
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narratives in this book speak to. Most of the . 
parent writers in this text are concerned with 
"acceptance," but they write about an 
"acceptance" that is socially defined rather than 
simply personal. Indeed most of the parents who 
write for this book refuse to "accept" the 
conditions imposed on them by society. They 
require and demand significant changes in 
professional practices and human service systems. 
"Acceptance" for these parents transcends· 
personal attitudes and emotional responses, and 
goes to the heart of their narratives. They want 
power to make decisions, information to guide 
those decisions, and direction and services to 
assist their children; they refuse to "accept" 
anything less. Thus, according to. the parent-
writers in this book, the changes referred to in 
the book's title denote social transformations as 
much as and perhaps more than personal 
accommodations~ 

.In spite of my reservations, I recommend 
this book to all persons who are interested in 
families with children who are disabled. It 
provid~s a valuable addition to the lit~rature 
concerning parents, particularly as a primacy text 
of their own writings. I am somewhat less 
enthusiastic about recommending the book as a 
text for students, for it lacks the focus that I, for 
one, require of the materials I assign for classes, 
and its variety of messages Iis potentially 
confusing. Parents will find the readings 
compelling, and will probably go well beyond the 
topics suggested in the Support Group 
Discussion Guide. (Pamel Wickham-Searl, 
School of Education, Dowling College, Oakdale, 
New York.) 

Spindleworks Artists' Cooperative. 
Spindleworks Journey. Spin<;lleworks [76 Maine 
Street, Brunswick, ME 04011 ], 1991, 126 pp., 
$7 .95 softcover. 

Spindleworks Journey is a collection of 
poems by members of an innovative, non-profit 
artists cooperative in southern Maine. The 
poetry, ranging from humorous limerick to 
romantic verse to solemn monologue, is unique 
in terms of its insight. It is also unique in that it 
was written entirely by persons who have 
signifi~t developmental disabilities. The artists 
at the Spindleworks cooperative support 
themselves primarily through their creation. of 
visual works of art-weaving, painting, and 

drawing. They are paid, as other artists .are, for 
the works which they sell. .-This book of poetry 
represents the expansion by some of these 
individuals into. another form .of artistic 
expression. 

Recent changes in attitudes toward 
people with disabilities have encouraged the 
growth of disability studies and its focus on · 
learning about disability from people who have 
disabilities themselves. For the most part, 
however, people with mental retardation, unlike 
those who· have other disabilities, -remain the 
passive objects of study, rather than active 
participants iri the exploration of their 
experiences. Spindleworks Journey makes an 
important contribution to filling thi_s obvious gap 
in. the disability studies literature. As Earle 
Black, one of the Spindleworks poets, suggests: 
"People used to feel sorry for me / but not 
anymore. / I still. have troubles talking but / they 
understand me now" (p. 39). 

The book itself makes no direct 
reference to the fact that all of the poetry and 
accompanying artwork has been created by 
people with disabilities; the half-page preface, for 
example, simply introduces Spindleworks as an 
artists cooperative. Nonetheless, some of the 
individual poets do write about their disabilities. 
One untitled poem by Terri Bonin and Diane 
Black, for example, allows the reader rare insight 
into the impact of negative attitudes on people 
with disabilities and suggests the empowering 
value of artistic expression: "I don't think they'll 
like me / I don't know / Some people laugh at 
me / Call me a retard ... I was thinking why 
someone would say that / They don't like me . 
cause I'm different / I'm different a little bit / But 
we were all born different" (p. 48). 

Another poem, entitled "Extraordinaiy" 
and written by Bryce Muir, presents a similar 
image, but from a slightly different angle--the 
emerging sense of solidarity among people with 
varying disabilities: "My friends at Spindleworks 
/ don't like to be called 'retarded'·/ it hurts / it 
means' 'not as good as' / no ~me would call an 
eagle 'retarded'/ because he doesn't act like a . 
chicken / chickens are ordinary birds / they cluck 
and peck at anyone different / eagles are 
extraordinaiy birds / wild creatures / it lifts your 
heart to be near them" (p. 126). 

The majority of poems, however, do not 
focus on disability, allowing the reader to 

,,, 
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appreciate the commonalities among all of us, 
whether we have disabilities or not-..e.g., a poem 
by Nancy Bassett entitled "You, in the Garden": 
'You, picking peas ... You, with the straw hat 
on ..... You, tipping the basket, I putting the 
peas in./ You've got a red shirt on. /You've got 
slacks on with a belt. / You, raking the grass. / 
That's all I see, You" (p. 67). Other poems 
demonstrate the value of diversity by allowing us 
to. see the world through another person's eyes. 
Rita Langlois, for example, in her poem "My 
Sky" offers a tltought-provoking image of art, one 
that is unique because it reflects her world view 
as an individual, not as a representatJVe of a 
particular group: "I got all kind of ideas / to 
make a picture .... I put all kind of color leaves 
.... I saw some in that little tree. / They're all 
gone now, / they'll be back in the spring. / They 

. still foreve~ in my picture" (p. 16). 
Many of the poems in Spindleworks 

Journey. are very light-hearted, making the book 
an exceptionally enjoyable reading experience. 
In one poem, for example, Diane Black describes 
a run-in between her bicycle-riding husband and 
an unfortunately-placed pot-hole at the end of 
the driveway.· Despite the ominous-sounding title 
of the poem ("The Accident") and her obvious 
concern for her husband's welfare, the encount~r 

· was probably more embarrassing than painful, 
and Mrs. Black describes it with· some humor. 
Her husband, Earle, adds a simple rejoinder to · , 
the poem: "I'd like a flat driveway" (p. 119). 

John Joyce, in an untitled poem, . 
presents a tongue-in-cheek view of his goals for 
the future: "Someday I really want to be / a 
country music star / so· I could have lunch / with 
Kenny Rogers .... and I'd pay / cause I'd be a 
millionaire by then. / AU I need is his address" 
(p. 104). Betty Pinette adds another element of 
humor to the book in a clever play-on-words 
entitled "Barking Dogs": "The hot dog don't like 
me / its barking at me / again and again .... 
Those hot dogs l always barking back / but there 
so good. / There must be this chemical in them / 
.that makes you burp./ Tuna fish is safer" (p. 85). 

With its interesting selection of poetry--
frequently humorous, occasionally sad, often 
touching, but always insightful, Spindleworks 
Journey is a valuable resource for persons who 
want to learn more about the experiences of 
people with 'developmental disabilities 
(particularly those with mental retardation), but 

it is also a valuable resource for those who 
simply want to learn -more about life in general. 
It is a worthwhile and satisfying collection of 
poetry (and a wonderful gift book) on its own 
merits, with special· relevance for those interested 
in disability studies. The significance of the book 
to the contributing artists must also be 
acknowledged, and is best exemplified in one of 
Betty Pinette's poems, this one entitled "What is 
Free in Life?": "Sometimes you can get an old 
Bible for free .... Sometimes extra fries are free 
..... Sometimes you can get a free ride .... 
And now I'm .free / and I'm g~ing down to 
Frosty's / and I'm going to have a hamburger / 
but I might ·change my mind" (p. 6). (Elaine 
Makas, Lewiston-Auburn College of the 
University of Southern Maine.) (Note: The 
Spindleworks artists are currently working on a 
second book, scheduled for publication later this 
year.) 

Swain, J., Finkelstein, V., French, S., & 
Oliver, M. (Eds.). Disabling Barriers--Enabling 
Environments. London, England, and Newbury . 
Park, CA: Sage Publications, 1993, 307 pp. 
$23.95 softcover .. 

Disabling Barriers--Enabling 
Environments is a book of readings designed 
specifically for, use as a text at The Open 
University in Milton Keynes, England. The 

· primary thesis of both the book and the course 
for which it was developed is that disability is 
created and perpetuated by the social structure. 
The groundwork for this contention is carefully 
laid out by the editors in Section 1 of the book. 
The first two chapters, written by Vic Finkelstein 
and Sally French, respectively, contend that 
people with disabilities do meet the criteria for 
being a valid minority group, and _that persons 
with widely-differing types of disabilities share 
adequate commonality of experience to 
constitute a coherent social category. The third 
chapter, co-authored· by Finkelstein and French, 
reinforces this linkage by systematically 
discounting an "impairment" · perspective, one /1 
which is centered on the individual's physical 

1 

status, and by methodically bolstering a 
"disability" perspective, a view which focuses on 
barriers generated by the social and political 
environment. The section's four remaining 
chapters expand this concept further by 
emphasizing the specific means by which social 
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values and structures combine to "disable" some . 
of society's citizens. The arguments presented in 
Section 1 provide a solid framework for The 
Open University course for which this text was 
designed, a course aptly entitled "The 'Disabling 
Society." · 

· The second section of the book begins 
the process _of dismantling society's model of 
disability by attacking the images by which 
people who have disabilities are oppressed, and 
by replacing these images with the self- · 
perceptions of those whom society has placed in 
this category. Included among the excellent 
chapters in this section are strong objections by 
Sally French to the social denial of her disability, 
by Jenny Morris to the denial ofher combined 
status as a woman with a disability, and by Ossie · 
Stuart to the denial of his dual identity as a 
racial minority person and as an individual with a 
disability. 

The first part of this book is extremely 
powerful, in that it clearly establishe~. the thesis 
that 'the barriers to people with disabilities are a 
function of the sociaJ/political structure, and that 
the only way to remove these barriers is to focus 
all energies on changing the structure, rather 
than on attempting to adapt persons to the 
existing environment. The authors' success in 
making this point, however, necessitates a 
discussion of the specific setting in which they 
. themselves are situated, a switch in focus which, 
unfortunately, diminishes the book's applicability 
to the needs of the larger audience. 

Although the remaining three sections of 
the book contain some information which is 
highly useful to people in any location ( e.g., a 1 

rare· discussion of aging and disability by Gerry 
Zarb, and a very perceptive paper by Joy Lenny 
on individual adjustment to disability), the · 
majority of the material ,in these sections has 
direct relevance only· to readers situated in Great 
Britain or ones who are familiar with the British 
response to disability. The logical progression of 
the textbook material to an in-depth discussion in 
the concluding chapters about the disability rights 
movement in Great Britain--its development, its 
past accomplishments, and its future goals--
provides a perfect finale for the Open University 
course but, unfortunately, does not produce a 
sense of completion for readers from other 
societies. 

This is far from saying that th~ book is 

not a valuable resource. The first two· sections of 
Disabling Barriers--Enabling Environm~nts, in 
fact; are excellent and ofgreat significance to 
persons in any culture; and other chapters 
scattered throughout· the remaining sections fill 
in some of the existing gaps in. the. disability 
studies literature. The information in its entirety 

· is extremely appropriate for persons who are 
involved in or' at least, familiar with disability 
issues in Great Britain. However, the book's 
high degree of relevance to the one locale 
diminishes its relevance elsewhere. (Elaine 
Makas, Lewiston-Auburn College of the 
University of Southern Maine.) 

Trent, James. Inventing 1the Feeble 
Mind: A History of Mental Retardation in 
America. University of California Press, Berkeley 
and Los Angeles, 1994. 

This book provides a fascinating look at 
United States policy for people with mental 
retardation and other disabilities, during the last 
150 years. Using institutio~al 'records, personal 
correspondence, conference proceedings and · 
professional journals, Trent offers an insightful 
look at how the interests of institutional 
administrators, economic conditions, and social 
forces combine with public perceptions to shape 
disability policy. 

The book goes beyond the traditional 
litany of stereotyping, institutional mistreatment, 
and neglect of the mentally retarded to highlight 
three themes that have shaped our treatment of 
the "feeble minded:" 

• State schools became places where care · 
was an effective and integr~ part of 
control.. Furthermore; superintendents 
and social welfare agents did not move , 
simply from care to control but reshaped 
the contours of both care and control to 
insure their personal privilege and 
professional legitimacy. 

• The tendency of elites to shape the 
meaning of mental retardation around 
technical, particularistic, and usually 
psychomedical themes led to an ignoring . 
of the maldistribution of resources, 
power, and status so prominent in. the 
lives of mentally disabled people. 
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• The economic vulnerability of these 
people and their families, more than the 
claims made for their social limitations, 
has shaped the kinds of treatment 
offered them. (page 5) 

The history of institutionalization in the 
U.S. shows how ideological leaders of one• 
decade, such as Samual Gridley Howe and Edwin 
Seguin, can unwittingly plant the seeds of 
institutional expansion, not to benefit clients, but 
to promote the self interest of next-generation 
professionals. Early schools, initiated during the 
1850s based upon a developmental-educational 
model, soon were replaced by larger facilities 
that becaine increasingly medicalized. The 
author shows how institutional superintendents 
promoted and encouraged societal views of the 
mentally retarded as a menace--the cause of most 
of society's ills, including crime, delinquency, and 
illegitimacy--in part to keep the institutions full < 

and expand their sphere of influence. Using the 
American Association for the Study of Mental 
Retardation as their platform, they pushed for 
total institutionalization, mandatory mass 
sterilization, and research to eliminate the unfit. 
They saw themselves as the saviors of the world, 
increasing their power over the mentally retarded 
and their esteem in society in general. Only 
when restricted institutional budgets and massive 
overcrowding necessitated community. placement 
did these administrators soften their depictions of 
feeble minded inmates. 

This book is unique also in its 
descriptions of the economic and. social forces 
that shaped disability policy over the last 150 
years. Using economic recessions, passage of 
laws such as the "Undesirables Act of 1882" 
which restricted immigration, and popular 
culture, Trent shows how treatment of the 
mentally retarded is inextricably intertwined with 
economic and social shifts in the larger society. 
This allows the reader to go beyond the "what" 
and "how" of disability policy to understand why 
institutions became the dominant governmental 
solution for the care of the feeble minded. 

A "must read" for researchers, teachers, 
disability advocates and policy works, Inventina 
the Feeble Mind provides tremendous lnsight 
into the social and economic forces that shape 
today's disability policy. The book also serves as 
a warning that, during times of economic 

downturn or political conservatism, disability 
policy that appears benevolent can be used to 
segregate and punish societal deviants and 
misfits, such as immigrants and the poor, as well 
as people with disabilities. As the clamor for 
genetic and pre-natal testing, physician assisted 
suicide, and orphanages increases, Inventing the 
Feeble Mind becomes increasingly relevant for 
today's policy discourse. (Bonnie O'Day, 
Brandeis University, Waltham, MA 02254).· 

Whiteneck, Gale G., Susan W. Charlifue, 
Kenneth A. Gerhart, Daniel P. Lammertse, Scott 
Manley, Robert R. Menter, Kathie R. Seedroff , 
(eds.). Aging With Spinal Cord Injury. New 
York: Demos Publishing, 1993, 374 pp., $90.00 
hardcover. 

This anthology of 30 essays, edited by 
staff from Denver's Craig Hospital, is the first 
book-length attempt to present a comprehensive 
account of "graying" with a spinal cord injury 
(SCI). A state of the art resource it will serve 
individuals with a SCI ( of whom 173,000 are 
Americans), their professionals, and anyone else 
interested in the dynamics of aging with a long-
term disability. Each essay looks at aging with a 
SCI from a particular perspective of expertise. · 
The heart of the anthology presents: The . 
Physiologic and Psychosocial Clinical 
Perspectives,The Perspective of the Individual 
with the SCI, and The Perspectives of Society 
and Providers. (This review offers the viewpoint 
of a philosopher, a university professor who for 
13 years has been aging .with a spinal cord injury, 
and it is directed to an audience concerned with 
a variety of particular disabilities or with 
disability in general.) 

The· anthology· is especially well edited. 
The editors provide an introductory· overview and 
a broad-strokes big-picture conclusion. . 
Individual essays· are generally of even high 
quality, well illustrated, interlocked with 
references to each other, and -consistently 
formatted with introductions, summaries, and 
copious references. An occasional essay is even 
punctuated with panache-although skin is a SCI 
concern, "no one dies &om old skin, we are 
reassured. The heart of the essay is preceded by 
a survey of the scant relevant literature. It 
establishes a theme reiterated throughout the 
anthology: ·current SCI aging research is 
enshrouded in an empirical fog. Aging itself is 
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poorly understood and SCI studies· are marred by 
methodological problems of reporting and small, 
noilrepresentive samples. In addition, SCI 
research is limited by disparities among SCI 
individuals. Such variables as level and 
completeness of injury, current age, age when 
injured, time since injury, pre-injury health, and 
post-injury care all ensure that there is no typical 
clinical specimen and tha~ well founded 
generalizations about the SCI population are 
inherently limited. 

. · In such a fog, the authors can only 
grope. They draw on those scant prior studies; 
they reason by analogy, from post-polio or 
Alzheimer to SCI, or from one. body system to 
another; and they extrapolate. Readers also can 
only grope. A diligent reader does have an 
opportunity to seek out trends and to discern his 
or her own age-slowing or age-accelerating 
factors, weak links, risks, precautions, and 
prevention techniques. But no reader will find 
the answers in the back of this book. About 
aging with a SCI, even the experts are foggy. 

The Physiologic Perspective consists of 
review articles, one for each major body system, 
which descnoe the aging process for the general 
population, then identify additional factors likely 
to be encountered by SCI individuals. These 
essays establish the anthology's clinical 
foundation, and from them the following five 
important physiologic trends can be distilled. 

Longevity. With improvements in 
emergency and acute care and with control of 
classic SCI causes of death, the average life span 
of the SCI group has approached that of the 
general population. (Now suppressed, renal 
dysfunction accounted for 40% of SCI mortality 
as recently as the mid-1970s.) We are living 
longer; in fact, one quarter of us are now 20-
years post injury. 

Increased Prevalence. Because of 
longevity, the number of SCI individuals is 
growing, even though the incidence of new injury 
is declining. There are more of us. 

Homogeneous Mortality. Because classic 
SCI mortality causes have been suppressed, a full 
range of mortality causes is emerging. SCI 
mortality rates now approximate those of the 
general population. Like the population in 
general, most of us are now dying of 
cardiovascular and respiratory failures. 

Heterogenous Morbidity. Although SCI 

individuals remain in generally good overall 
health, they differ from members of the general 
population because the insult of their injury 
induces a pervasive alteration, · a "new 
physiology," which is ill-suited ·to. respond to the 
declines of aging. Morbidity--bowel, bladder, and 
skin are the most frequent sites--is more 
prevalent because of the additive effects of SCI 
and aging. We are more prone to disease.. 

Secondary Impairment and Disability. In 
addition . to their increased susceptibility, SCI 
individuals have a .narrower margin of safety. 
Those morbidities that might merely annoy 
members of the general population may lead a 
SCI individual to a secondary impairment of an 
organ system or to a secondary disability which 
threatens an activity of daily living. Our good 
health and well-being is more fragile. 

These five physiologic trends have 
ushered a profound shift of viewpoints which 
resonates throughout the anthology. From the 
old viewpoint, our injury was followed by rehab, 
a short-term affair whose goal was to regain as 
much independence as feasible. After rehab 
'graduation' we focused on getting on with our 
lives; our insouciance about SCI matters was 
interrupted only when we responded with short-
term cures to a series of acute minor crises. 
Complacency relegated such imponderables as 
aging and death to providence. The new 
viewpoint takes cognizance of post-injury's 
longevity and the narrow margin between 
morbidity and secondary impairment or disability. 
It recognizes the long-term costs of failing to 
anticipate, prevent, or deal promptly with 
morbidity. It requires a vigorous, comprehensive, 
lifelong pursuit of wellness. And it is ignored 
only at the peril of losing the independence and 
the getting on with life that were the chief 
concerns of the old viewpoint. 

The Perspective of the Individual With · 
the SCI consists of three essays which elaborate 
how the physiologic trends and the viewpoint 
shift apply to informed, responsible, resourceful 
individuals. Barry Corbet, author, filmmaker, 
and pioneer documenter of aging with a 
disability, provides an engaging and nuanced 
discussion of goals. A distinction of primary and . 
secondary goals leads to a consideration of 
conflicting goals. Excessive devotion to some 
goals diminish abilities to pursue other important 
goals. Pursuit of short-term goals at the neglect 
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of long-term goals often turns initially enhancing 
activities into threats. In general, the analysis 
prompts hard choices, perhaps even "a wrenching 
change of perspective." Casualties of this 

>. analysis are such slogans as Independence At 
Any Cost and Use It or Lose It (replaced by 
Conserve It To Preserve It). Readers unmoved 
by Corbet's prudential balancing might tum to 
Glenn G. Reynold's candid, forceful (he is a 
·rehab center medical director) prescriptions for 
Shortcuts to Disaster and Early Death ( softened 
to "compromise a normal life span"). Reynolds 
and Kenneth A. Gerhart, in an anecdotal essay, 
also lay out nuts 'n' bolts quality of life 
optimizing strategies and contingency-plan 
"buffers" which conserve, protect,. strengthen, 
simplify, aµd revamp. All three authors 
commendably espouse the contemporary heresy 
that an individual's weal or woe is primarily his 
own--not Society's or The System's--responsibility. 

A -second notable Perspective of the 
Individual is scattered throughout the anthology. 
Its centerpiece is an essay misplaced among the 
Societal Perspectives) by Harold H. Wilke which 
maintains that spirituality--an inner aspect, 
including but not limited to religious faith, which 
gives purpose and· hope to our lives--is often 
deepened and enhanced by the additive effects of 
aging and a SCI. In addition to its intrinsic 
worth spiritual maturation is said to be of 
instrumental value as one more resource, a 
spiritual support system. One author implicitly 
asserts a spirituality-well being correlation ·by 
observing that "life. circumstances,. however harsh, 
do not dictate life quality" (p. 227). (Or as 
Socrates, who Reverend Wilke recognized as no 
stranger to spirituality (almost) put it, my SCI 
can kill me, but it cannot harm me.") Physiologic 
clinicians explicitly and repeatedly assert. the 
converse correlation between stress, anxiety and 
depression and their deleterious physical effects. 
(Nonetheless, I often muse that a SCI is acostm 
ineffective purchase of spirituality.) These 
spiritual perspectives might be profitably be read 
in conjunction with The Psychosocial Perspective 

· essays which review empirical attempts to assess 
post-SCI quality of life (Whiteneck) and 
psychological adaptation (Butt and Fitting). 

The Final Perspectives - those o( Society 
and Providers - develop institutional ~rollaries 
of the psychologic trends and the viewpoint shift. 
For example, a new rehab philosophy proposes 

replacing rehab 'graduation' with periodic re-hab 
sessions; vendors are exhorted to replace their 
one-size-fits-all approach with a more flexible, 
consumer-driven sys~em; educators are now said 
to have lifelong students. Other essays here 
survey and critique political opportunities, 
financing procedures, and ethical issues of caring 
for the disabled elderly. 

What does this comprehensive anthology 
omit? Sparse and scattered comments, buy no 
essays51 treat ph1armacology, nutrition, ADA 
issues, wisdom ( aside form spirituality) and the 
aging caregiver, an omission I note with gratitude 
to my dear wife. 

Wilkie, Tom. Perilous Knowledge: The 
Human Genome Project and Its Implications. 
Berkeley: University of California Press. 195 pp., 
$20.00 soft. 

The Human Genome Project is now in 
its fourth year. The goal is to map the entire 
human genome within 15 years. It is the most 
ambitious biological project in history, and is full 
of promise and peril. This promise is to identify 
the hundreds of genetic diseases and disorders 
that affect humans and to develop new sorts of 
preventions and treatments. The perils include 
the specter of a new eugenics-- identifying subtle 
differences based in genes/and creating new 
discriminations and disenfranchisements on this 
basis--and the temptation to use genetic "therapy" 
for improving individual human traits. 

There are by now perhaps a dozen books 
written by science writers on the new genetics 
and the coming of the genome project. Wilkie's 
book is better than most of these. While the 
book is journalistic in style (there are no 
footnotes or references) it is clearly written 
without becoming condescending and is detailed 
enough to give the lay reader a sense of the 
science and the scientific politics behind the rise 
of genetics. Wilkie has done his homework, and 
being English he provides some interesting 
contrasts about genetics in the U.S. and U .K. 

In a sense, the book can be seen as 
comprised of two or three distinct parts. The 
first five chapters describe the development of 
modem genetics, including the prominent 
discoveries of the genes for cystic fibrosis, 
Duchenne muscular dystrophy, and Huntington's 
disease ( actually incompletely rendered here) and 

. the development of recombinant DNA. Wilkie, a 
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physicist by training, is clearly impressed by the 
increasing pace of genetic scientific. discovery. 
Chapter S is a good rendition of the now familiar 
history of the Human Genome Project. While 
his reporting is accurate, in these chapters he 
occasionally slips into the 'gee whiz' journalism 
we ar~ now accustomed to seeing in genetics 
reporting. 

I found the last three chapters of the . 
book more interesting. and important. Here he 
begins to turn a more critical eye on the 

. implications of the rise of the new genetic 
paradigm. He sensibly discusses issues like 
screening, individual versus collective interests in 
identifying genetic disorders, genetics and health 
insurance concluding universal health coverage is 
the only safeguard for individuals in a world of 
genetic knowle<;tge), and the dangers of genetic . 
discrimination. In chapter 7 Wilkie presents a 
particularly incisive discussion using· the "human 
growth hormone" to exemplify some pitfalls that 
arise when we actually can do something on the 

1 genetic·1eve1. The successes of gene therapy __can 
be just a problematic as the failures of genetic 
identification. His final chapter is surely the 
most original, where he argues that the Human 
Genome Project will help complete the 
Darwinian revolution, in particular by 
demonstrating how much of the genome humans 
share, not only with other humans, but with 
members of, the animal species as well. For 
example, he notes by one method of genetic 
relatedness, human DNA and the DNA of 
chimpanz.ees differ by no more than about t:.6 
per cent overall. Genetically, people are closer 
to chimps than chimps are to goriJlas ... "(p.174). 
Using the genome to emphasize similarities 
rather than differences (the usual mode of 
genetic thinking) creates possibilities of 
reconceptualizing relationships among humans 
and species. 

The Human Genome Project has 
significant implications for people with 
disabilities, especially. those of genetic origin. 
For better or worse, there is no stopping the 

; genetic revolution; it is wen underway and will 
change how we think and what we do about 
genetically linked disabilities~ There is much 
promise here, but history and good sense tells us 
there are perils too. But books like this one help 
us understand what is happening and shows us 
that we must continue to be watchful and vigilant 

as this "perilous knowledge" to expand. (Peter 
Conrad, Sociology, Brandeis University, · 
Waltham, MA). 

· Zazove, Philip, MD. When The Phone 
Rinp, My Bed Shakes: Memoirs of a Deaf . 
Doctor. Gallaudet University Press, Washington, 
:i:>C,.1993. 

The son of two Chicago-based · 
physicians, Philip Za:zove, went to medical school 
at Rutgers and Washington University, did a 
Family Practice residency at the University of 
Utah, ran a successful private practice in a · 
farming community not far from Salt Lake City 
and after 8 years moved ·with his physician wife 
and their two daughters to Ann Arbor, where he 
is now working in the Family Practice 
Department at the University ,of Michigan 
Medical Center. In plain outline, this 
summarizes the ·author's life which forms the 
basis of his autobiography. What makes it 
unusual is the fact that Philip Zazove has had a 
severe hearing Joss since early childhood, a fact 
which created many obstacles, to his achieving his 
goal of being a physician. · 

When the Phone Rings, My Bed Shakes 
is an. enjoyable and enlightening traversal of an 
"ordinary life" (apologies to Irving Zola's book of 
that name) lived by a man with far from ordinary 
difficulties imposed by near-total deafness. 
Zazove. takes a str~ght-forward "no big deal" 
attitude toward these challenges and documents 
the various ways in which he over~e them. It 
was fortunate for him that years before the 
Rehabilitation Act of 1973 ( and more than a 
quarter century before the ADA), his parents 
elected ( against professi~nal advice) to 
"mainstream" their son· in the public school 
system. Zazove recounts a childhood and 
adolescence that was ·not atypical for boys of that 
era, and he goes on to document his handling of 
the academic challenges of college through a 
cc::>mbination of hard work and cooperative team-
work with his classmates. Again,. the ordinariness 
of his experiences .is highlighted. Zazove's 
struggle to gain acceptance to medical school was 
his first /dramatic encounter with discrimination 
and the ste~eotyped attitudes of the medical. 
establishment that have hampered the careers of 
many people with disabilities who hope to 
become physicians. Doctors are certainly no 
wiser about the capacities of people with . · 
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disabilities than the rest of American society, so 
such attitudes are not surprising. Fortunately, 
Zazove was a staunch self-advocate and 
ultimately he prevailed. It does not surprise me 
to learn that patients' acceptance of his hearing 
loss was never an issue. 

'fhe book is written in a simple narrative 
style, interspersing reminiscences of his earlier 
years with entertaining anecdotes about patients 
encountered in his Utah practice. I was 
reminded of James Herriot's popular series of 
books about veterinary practice in the Yorkshire 
Dales, which often use a similar technique of 
alternating past and present. Zazove's patients 
are quirky, charming characters in their own 
right. Zazove's family life gets no short shrift 
here, and some of his book's most amusing as 
well as insightful moments deal with his 
children's response to his hearing loss. 

I would recommend this book as a non-
cloying testimony to the fact that a "deaf doctor" 
is not an oxymoron but a perfectly plausible 
situation. As a fellow-physician I know that the 
ability to listen is not a outgrowth of an M.D. 
degree, in fact, it is a rather precious gift to find 
a doctor who has this quality. Dr. Zazove may 
be almost totally deaf, but he clearly possesses 
this ability to listen, to empathize, to 
communicate with his patients. This is a lesson 
that deserves to be heard. (Stanley F. W ainapel, 
The Jewish Guild for the Blind, N.Y., N.Y.). 

NOW AVAILABLE: 

Makas, Elaine, & Schlessinger, Lynn 
(Eds.). Insights and Outlooks: Current Trends 
in Disability Studies. Portland, ME: The Society 
for Disability Studies & The Edmund S. Muskie 
Institute of Public Affairs, 1994. 

This latest publication by the Society for 
Disability Studies includes extended summaries 
of presentations given at the Society's June 1993 
annual meeting in Seattle, Washington. It 
represents the latest in disability-related research 
and theory from experts in a broad array of 
disciplines: sociology, political science, 
anthropology, psychology, women's studies, 
literature, history, journalism, and many other 
social science/humanities perspectives. The book 
also includes complete, up-to-date contact 
information on all contributing authors, and 
extensive reference listings for more in-depth 

investigations of the issues presented. 
_ Insights and Outlooks is a highly useful 
and timely text for multidisciplinary Disability 
Studies courses and a valuable resource for 
individuals, academic instituti~ns, and 
organizations involved in disability-related 
research/policy. This, book is available at a cost 
of $25.00/copy. (The price includes postage for 
orders shipped within the U.S. or Canada. For 
all other locations, please add $4.00/copy for 
surface mail or $14.00/copy for airmail.) All 
orders must be prepaid. Please send your 
request and a check made payable to "Society for 
Disability Studies" to: Muskie Institute 
Publications, c/o Terry Quinn, University of 
Southern Maine, 96 Falmouth Street, Portland, 
ME 04103. (Note: This book is also available 
on 3.5" microdisks in Wordperfect 5.1 at the 
same per copy cost. Qearly indicate "disk 
version" if requesting this alternative, format.) 

· insights and Outlooks: Current Trends in 
Disability Studies 

Table of Contents 

Stigma and Acceptance: People with Disabilities 
as "Other" 

Disability and Physical Differences: An 
Alternative Paradigm for Political 
Research -- Harlan Hahn 

Communicative Action and Its Utility in 
Disability Research -- Matthew Carl 
Johnsen 

The Reform of Prevention -- Caroline 
Wang 

Intelligence Testing as Body Ritual --
Susan L. Gabel 

Television's Representations of Deafness 
m- Hannah Gershon 

Rokuchan: A Portrayal of Disability in a 
Culture Other than Our Own -- Joanne 
Y. Yamada 
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l 
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National Collaborative Study on the 

, Early Development of Children with 
Visual Impairments -- Kay Alicyn Ferrell 
& Sally J. Deitz 

The Voice of Debate: The Little Papers 
of Deaf Residential Schools and Sign 
Language vs. Oralism in the Late 1800's 
-- Beth Haller 

Educational Barriers to Professional 
Careers for Persons with Disabilities --
Gary Woodill, Judith Sandys, & Naz 
Husain 

Integrity and Life Satisfaction among 
Deaf Elderly Women -- M. Polly Easley 

Measurement Issues 

Methodological Issues in the Definition 
and Measurement of Functional 
Limitations and Disabilities -- Susan G. 
Queen 

Determining Childhood Disability and 
Special Needs Children in the 1994-95 
NHIS Survey on Disability -- Gloria 

Simpson 

Construction and Validation of the 
·Error-Choice Test of Knowledge about 
Epilepsy --Richard F. Antonak & 
Hanoch Livneh 

MIDS-Life Changes: The Updating of 
the Modified Issues in Disability Scale --
Elaine Makas · 

11: Consumers and Vocational 
· - , : Rehabilitation Services: Assessing 

Performance in the Context of the 
Future with Examples from Hawaii -- · 1 

Robin Brandt 

Women and Work Disability -- Peggy.A. 
McDonough 

Legislative Actions and Reactions 

Are Businesses in Compliance with Title 
I (Employment) of the 1990 Americans 
with Disabilities Act? -- Bob 
Worthington 

Protections against Disability 
Discrimination in Employment: The 
Record and the Issues __; Nancy R. 
Mudrick & Adrienne Asch 

A Case of Noncompliance: 
Developmental Disabilities in New 
Mexico -- Linda Ann Moore 

Future Disability Legislation: 
Comprehensive Solutions or Political 
Satisficing? -- BonniC? O'Day 

Self and Society: Living with Disabilities 

Spaces of Silence: The Changing 
Lifeworlds of Women with Disabilities ea 

Isabel Dyck 

Constrained aind Confined: The 
1.Experience of Arthritis -- Margaret 
McKenna 
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HIV Disability and Mental Distress in 
Women --J.. Gary Linn, Kwabena A. 
Poku, Van A. Cain, & Herschell Warren 

Representations qf Gender and 
Disability in Women's Life Stories • ., 
Caire Reinelt• 
"'There Are Worse Things than Being 
Dead": Images of Gender and Disability 
among Women Who Live with Pain --
Lynn Schlesinger 

Community Integration through Mainstreaming 

Locating Disability in Diversity -- Simi 
Linton, Susan Mello, & John O'Neill 

.Special Education: An Institution 
Whose Time Has Come and Gone .ac 

Phyllis Rubenfeld 

Computer Technologies for Students 
with Disabilities in Post-secondary 
Institutions: Results of an Exploratory 
Study -- Sheryl E. Burgstahler 

Media Use by Deaf Residents of Two 
Midwestern Communities John S.90 

Oogston 

Adaptive Versus Traditional Modes of 
Therapy ... Abby Kovalsky 

Self-determination , 

A Case Study of Participatory Action 
Research: The Personal Assistance 
Services Research and Policy Agenda at 
the World Institute ori Disability -- Simi 
Litvak 

Researcher as Advocate: An "Outsider" 
Perspective Regarding Research 
InvoMng American Indians with 
Disabilities Catherine A. Marshall0 

• 

Self-determination, People with 
Disabilities, and the Aloohol and Drug 

Problems in the Disability Community .,. 
Anthony Tusler . 

When a Man is Attracted to You 
Because You Are an Amputee -- Lynn 
Brancato 

Colonialism and Education Policy:· 
Context for Conflict at Gallaudet 

, University, March 1988 -- Alison . 
Stratton 

The American Association of Bioethics 
(AAB) was founded to: promote the exchange of 
ideas among bioethics scholars, clinicians and 
policymakers; enhance the clinical activities of 
bioethicists; encourage discussion ~d research in 
the field of bioethics; and encourage teaching 
and the development of new scholars in 
bioethics. 

The AAB seeks to advance public 
understanding, free inquiry and debate about 
bioethics issues. The AAB encourages · 
government and private agencies such as the 
National Institutes ofHealth, the National 
Sci~nce Foundation and the Nationai 
Endowment for the Humanities, to support work 
in the field of bioethics. The association will 
maintain close relationships with professional 
organizations, international bioethics 
organizations, clinical societies, academic centers, 
govermnent agencies and others concerned about 
issues in the field of bioethics. · The American 
Association of Bioethics is committed to 
advancing scholarly, interdisciplinary inquiry in 
the field of bioethics. In education, the AAB 
strives to advance the teaching of bioethics in 
educational. institutions as well ·as continuing 
education settings.· 

Membership is open to anyone 
interested in the advancement of the field of 
bioethics. Member benefits include: reduced 
rates at AAB conferences and regional meetings, 
access to the AAB computer network, access to 
AAB membership lists, some assistance with 
information on activities in the field of bioethics, 
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including graduate work and employment 
opportunities·and other services. , · 

For information contact: Kim Segal, 
Executive Director, AAB, University of Utah, 
FHP Center for Health Care Studies, 2127 
Annex, Salt Lake Cty, Utah 84112 (fax: 801-585-
5489; email: ksegal@cppa.utah.edu ). 

Liebeman, Betsy and Chamberlain, 
Donald P. Breaking New Ground - Developing 
Innovative AIDS Care Residences 1993 .. 
Available from AIDS Housing of Washington, 
2001 Western Ave., Suite 300, Seattle, 
Washington 98121. The changing face of AIDS 
has shifted from exclusively acute care treatment 
:m hospitals to long-term care in the community. 
It has also prompted a housing crisis. This 
manual not only details the development of 
Bailey-Boushay House, but including as it does 
much technical information from around the 
country, it is intended to be a tool for anyone in 
the U.S. interested in addressing the residential 
care ·needs of people with AIDS. 

Conference Proceedings: The Social and 
Cultural Aspects ·of Pharmaceutical Use. Papers " 
from a 1991 conference on the social and 
cultural aspects of what the pharmaceutical 
industry and medical establishment refer to as 
"noncompliance" have been published in ar 1994 
volume edited by Nina Etkin and Michael Tan. 
The volume, which contains several · additional 
,papers, was published by the Health Action 
Information Network (Quezopn City, 
Philippines) in coordination with the Medical 
Anthropology Unit of the University of 
Amsterdam (Netherlands). Many of the chapters 
address the rational dimensions of so~ed 
noncompliance, and many were contnbuted by 
scholars from developing nations. Contact: Nina 
Etkin, Dept. of Anth, U Hawaii-Manca, Porteus 

. Hall 346, 2424 Maile Way, Honolulu, HI 96822. 
808-956-8415. 

The October 1993 issue of Current 
Opinion in Psychiatry (Vol. 6; No. 5) contains a 
brief review of some 25 papers published over 
the past year. The literature reviewed in this 
article addresses. various aspects of age.;related 

· changes in individuals with mental retardation. 
The growing_ interest in the connection between 
Alzheimer disease and Down syndrome is 

reflected in an every increasing ·number of papers 
and t~xts exclusively devoted to this subject. The 
authors noted that the number ofolder persons 
with mental retardation is progressively 
increasing· in developed nations. 

The October 1993 issue (Vol. 8 #4) of 
the Journal of Cross-Cultural Gerontology is a 
special issue on-Home Health Care and Elders; 
International Perspectives. This volume contains 
descriptions and analyses of the home care 
progr~ and services of eleven countries--
Ghana, Brazil, Slovenia, China Ukraine, Ireland, 
Israel, Sweden, the United States; the 
Netherlands, and Japan--as well as a valuable 
overview article on "International Long-Term 
Care Reform" by Pamela Doty of the U.S. 
Department of Health and Human Services. 
Single copies can be obtained for $18.00 · 
(includes postage) from Diane Ferris, University 
Center on Aging and Health, Allen Memorial 

· Library, 'Room· 101, Case Western Reserve 
·university, Oeveland, OH 44106. 

International Journal of Biosciences and 
the Law. The jo1i1rnal will address issues of 
mutlial interest to lawyers and biologists. It will 
provide analyses of both legal· and scientific 
issues related to environmental protection; the 
regulation of medical, agricultural and 
environmental bio-technology; public health; 
agriculture and fisheries; food and water quality 
and safety. Contact: AB Academic Publishers, 
P.O. Box 42, Bicester, Oxon OX6 7NW England. 

The Joumal of Ethics, Law, and Agjng is 
scheduled for publication twice a year beginning 
in February 1995. Marshall B. Kapp, J.D., 
M.P.H., Department of Community Health and 
Office of Geriatric Medicine and Gerontology, 
Wright State University, will serve as the first 
editor. The journal will feature· information 
about and insights into tlie ethical and legal 
implications of the professional activities of 
planners, administrators, providers, and · 
evaluators of health care and social services to 
older persons and their families.·· Emphasis will 
be placed on the practical, direct application of 
ethical and legal considerations for the everyday 
practice of geriatrics and gerontology. The 
annual subscription rate is $29.00 for individuals 
and $55.00 for institutions. Subscription inquiries 

., 
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should be made· to Springer Publishing Company, 
,S36 Broadway, New York, NY 10012 or call 
(212) 431-4370. 

Medical Law International - The journal 
will cover a range of issues in medical law from 
medical practice to ethics, health policy and 
h~alth care administration. The editors welcome 
submissions on new issues, legal aspects of new . 
treatments,· current medical-legal problems · 
nationally and internationally, notes on new 
cases, legislation in progress, future trends and 
developments, etc. Contact: Dr. Vivienne 
Harpwood, Cardiff Law School, University of 
Wales, P.O. Box 427, Cardiff CFl lXD, UK; Dr. 
Diane Longley, Faculty of Law, Centre for.Socio-
Legal Studies, University of Sheffield, 430-432 
Crookesmoor Road, Sheffield Sl0, lBL, UK; or 
Dr. R.G. Thomas, Macquarie University, Sydney, 
Australia. -

'--- The National Disability Archives is a · 
center for ·the identification, collection, 
preservation; · and dissemination of .materials 
related to disability history and culture. The goal 
of the archives is to facilitate an ongoing 
conceptualization of a group identity through 
preserving and examining the history and culture 
of the oppression, struggle, and liberation of 
people with disabilities~ , 

Included in the Archives: Materials such 
as monographs, serials, film, videos, photographs, 
printed ephemeral, cultural artifacts, and . 
dissertations; literature and art produced by 
people with disabilities; collection of oral 
histories of people with disabilities to provide 
personal perspectives on the disability rights 
movement and the experiences of being disabled 
in American society; a resource for identifying 
and accessing materials that exist in other 
libraries, archives, and collections; development 
of an online database; capability to1_access 
materials through online interlibrary loans; a 
research center for ·disability studies; ongoing 
exlubits and teaching materials ...The archives will 
be a model of acxessibility for people with all 
types of disabilities. There is a commitment to 
include disabled people from all ethnic groups, 
disabled women, and disabled gays and lesbians. 
For more information: Stephen Dias/Pat 
Chadwick, 62 Cambon Drive, San Francisco, CA 
94132. (415) 337-6966. 

The new National Organization on 
Disability Harris Survey of Americans with 
Disabilities, (N.O.D.) conducted by Louis Harris 
and Associates, provides a comprehensive and 
detailed·portrait of Americans with disabilities by 
addressing topics such as employment status, 
income, level of education, attitudes, life 
satisfaction, awareness of the ADA. and many 
other 'factors. It is now possible to ordenhe 
complete 175-page report including the 35-page 
questionnaire, and the 32-page Summary 
Highlights publication. In addition, you may 
wish to analyze the findings presented in the 
'above mentioned reports. There are two ways 
you can·do this. First, you can also order, from_ 
National Organization on Disability, 910 16th St., 
N.W., Washington, D.C. 20006 a copy of the data 
and qu~tionnaire on a 3.5" diskette and analyze 

.the data yourself. The cost is $35.00 which 
includes shipping and handling. 

Finally, if you have specific questions not 
addressed in these reports and wish to have some 
additional analyses done, you may wish to 
contact Mr. Phil Beatty at the National 
Rehabilitation Hospital (NRH) R~search Center, 
102 IIVing St., N.W., Washington, D.C. 20010-
2949. The NRH Research Center will conduct 
analyses and produce printouts in keeping with 
your requests and within the scope of the 
available . data. Costs will be determined by the 
complexity of analysis requested · and the amount 
of.time to perform the.runs. For an estimate of 
these costs, call Mr. Beatty at (202) 466-1900 or 
send a fax to (202) 466-1911 indicating your 
particular needs. 

One Step Ahead· is •a bimonthly 
newsletter by people with disabilitfos for people 
with disabilities. It was created by Evan Kemp 
Associates, Inc. to assist people with disabilities 
and those who care about them to be 
independent and active. citizens. Evan Kemp, Jr. 
was the Chairman for the Equal Employment 
Opportunities Commission (EEOC) under 
.President Bush and worked closely with the 
President and Congress during the drafting and 
pas&age of the Americans with Disabilities Act. 

Robert .Funk is the editor-in-chief. of 
One Step Ahead. He is the former chief of staff 
of the EEOC and co-founder of the Disabi.lity 

·Rights Education. and Defense Fund, a disability 
rights litigation, organizing, and legislative 
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advocacy group.· Other experts will soon be 
joining the staff covering topics such as 
rehabilitation, developmental disabilities, young 
Americans, older Americans, sexu~ty and 
careers. 

One Step Ahead does not accept 
advertising nor recommend products or services. 

' "We will tell you like it is, from the consumer's 
point of view,'!,.:says -Funk. -There are a wide 
range of topics discussed in' every issue, from 
politics, to parenting, to travel tips and ideas for 
self-improvement. The costis $29.95 for a one 
year subscription: EKA Publications, Inc. at (800) 
386-5367 or write to One Step Ahead, P.O. Box 
65766, Washington, DC 20035 .. You will be . 
mailed an invoice for the subscription amount 
along with your first issue. 

With the help of Indiana University's 
computing services department, the Poynter 
Center for the Study of Ethics and American 
Institutions has established a modest gopher · 
server. Documents currently available on_ the 
server include descriptions of the Poynter Center 
and the Association for Practical and 
Professional Ethics, a list of available Poynter 
Center monographs, the two most recent issues . 
of the Poynter Center Newsletter, and a list of 
public lectures scheduled for the upcoming 
academic year. 

The gopher also has a subdirectory for 
the "Teaching Research Ethics" project, which 
includes a description of the project, selectio~s · 
from the ,newsletter for the project, an annotated 
bibliography on research ethics, and a HyperCard 
stack intended to make it easy to develop 
interactive case studies. 

Anyone who has access to the Internet 
and may use the Poynter Center gopher. To 
reach the Poynter Center gopher, use the address 
gopher.indiana,edu (type 1, post 70) to connect 
to the Indiana University gopher. ·From the IU 
gopher main menu, select the_ Poynter Center's 
gopher. 

Kenneth Pimple of the Poynter Center 
. created the gopher and is interested in 
establishing cross-links with other appropriate 
gopher sites. Interested gopher administrators or 
anyone knowing of gopher sites dedicated to 
practical or professional ethics may contact 
Kenneth Pimple at PIMPLE@I~IANA.EDU 
or at The Poynter Center, 410 North Park 

Avenue, Bloomington, IN 47405; phone (812) 
855-0261. 

The Society for Medical Decision · 
Making is an international society promoting the 
theory and practice of medical decision making 
through the application of analytic methods. The · 
Society is devoted to the analysis of decision · 
making as· it -applies to clinical practice, to the 
establishment of health care policies, and to the 
administration of health care prQgrams ... It 
addresses a diversified audience · of health care 
professionals including physicians ~d other 
health care · professionals, student, hospital and 
health administrators, policy analysts, health 
economists, educators, computer analysts, 
psychologists and medical ethnicists. 

· Areas of Research:· Health care 
technology assessment; Optimizing clinical 
strategies for patient management;· Making 
predictions from empirical data; Computer-aided 
diagnosis and decision making; Artificial 
intelligence and expert systems; · measurement of 
health outcomes; Cognitive and attitudinal 
aspects of decision making; Ethical issues and 
decision making; Assessment of patients' utilities 
for health outcomes; Cost-effectiveness analysis 
and technology assessment; Public health and 
health policy; Educational methods for teaching 
decision making. 

Membership Information: Membership is 
open to anyone interested in the field of medical 
decision making. Membership Benefits Include: 
Subscription to Medical Decision Making, 
Quarterly Journal; Discounted rates for Annual 
Meeting & Short Courses; Membership 

.\ 

Directory; Quarterly Newsletter. Contact: Maria 
Gorrick, Society of Medical Decision Making, 
The George Washington University, Office of 
CME, 2300 K Street, NW, Washington, De 
20037. 

The United Nations General Assembly 
has recently adopted the Standard Rules on the 
Equalization of Opportunities for Persons with 
Disabilities. These rules, according to Lucy 
Wong-Hernandez, Disabled Peoples' · 
International Representative to the United 
Nations, are comparable to the Americans· with 
Disabilities Act. The Standard Rules can guide 
United Nations member countries as they 
develop national disability programs. 
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Specifically, the Rules _ 

imply a strong moral and 
political commitment on behalf 
of U.N. member countries to 
take action for the equalization 
of opportunities for persons with 

-disabilities .... The rules offer an 
- instrument for policy-making -

and action to persons with 
disabilities and their 

\ organizations. -They also provide 
a basis for technical and 
economic cooperation among 
states, the United Nations, and 
other international organizations 
(p.6.) 

The 22 Standard Rules -are clustered 
under the general areas of "Preconditions for 
Equal Participation, -"Target Areas from Equal 
Participation," "Implementation Measures," and 
"Monitoring Mechanism." Wong-Herandez has 
suggested (personal communication, May 4, 
1994) that several rules are particularly 
important: 

Rule 1: Awareness, raising. States should take 
action to raise awareness in society about persons 
-with disabilities, their rights, their needs, their 
potential, and their contribution. 

Rule 5: Accessibility. For persons with 
disabilities of any kind, states should ( a) 
introduce programs of action to make the 
physical environment accessible; and _b) 
undertake measures to provide access to 
information and communication. 

Rule 6: Education. States should recognize the 
principle of equal primary, secondary, and 
tertiary educational opportunities for children, 
youth and adults with disabilities in integrated 
settings. 

Rule 7: Employment. States should recognize 
the principle that persons with disabilities must 
be empowered to exercise their human rights, 
particularly in the field of employment. 

Rule 13: Information and research. States 
assume the ultimate responsibility for the 

collection and dissemination of information on 
the living conditions of persons with disabilities 
and for promoting comprehensive research on _ 
obstacles that affect -the lives of persons with 
disabilities. 

Rule 14: Policy making and planning. States will_ 
ensure that disability aspects are included in all 

-relevant policy-making and national planning. 

Rule 15: Legislation. · States have_ a responsibility 
to create the legal bases for measures to achieve 
the objectives of full participation and equality 
for persons with disabilities. 

Rule 22: International cooperation. States will 
participate actively in international cooperation 
concerning policies for the equalization of 
opportunities for persons with disabilities. 

According to Wong-Hernandez, Rule 1 
is the heart of everything, and Rule 22 is where 
everything comes together in terms of sharing 
information and models of rehabilitation 
intervention. However, she noted that people 
from the United States need to step aside a little 
bit and let ideas from other countries come in. · 
Rather than going overseas and imposing U.S. 
models, we can try to understand and utilize 
models from other countries. 

The Standard Rules resolution document 
. (NRES/48/96; 4 March 1994), containing a 
detailed description of each of the rules, can be 
obtained from the United Nations and is 
available in Spanish. Persons interested in 
disability advocacy efforts may contact Lucy 
Wong-Hernandez (Tel: 516-565-6033. (Reported 
by Catherine Marshall in July 1994 Society for 
the Psychological Study of Social Issues 
Newsletter) 

An Annotated Bibliography of Selected Works· 
in Disability Studies Published During 1994 

and Not Previously Noted 

Compiled by David Pfeiffer 
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Suffolk University 

Appleby, Yvon. (1994) Out in the 
Margins. Disability & Society, 9(1 ): 19-32. 
Starting with the premise that both disability and 
lesbianism are social constructs, the author 
focuses on the difficulties which lesbians with 

· disabilities have in being accepted in the lesbian 
community. Lesbians with disabilities are viewed 
as asexual, other, and different and experience 
discrimination from lesbian and heterosexual 
directions. wom~n sexuality international 

Beresford, Peter; Campbell, Jane. (1994) 
Disabled People, Service Users, User 
Involvement and Representation. Disability & 
Society, 9(3): 315-25. Discusses the models of 
representativeness and how the meanings 
attached to representation by providers devalues 
people ~th disabilities. 

Bewley, Catherine; Glendinning, 
Caroline. (1994) Representing the Views of 
Disabled People in Community Care Planning. 
Disability & Society, 9(3): 301-14. In the United 
Kingdom the 1990 NHS and )Community Care 
Act required that representatives of the service 
users participate in the annual care plans. 
However, there are problems and barriers to 
their participation especially if they have learning 
disabilities, sensory impairments, are older, 
Black, or from an ethnic community. The 
methods of participation are responsible for the 

. problems. People with disabilities have come to 
question the usefulness of their involvement 'in 
the planning. · 

Brown, Hilary. (1994) 'An Ordinary 
Sexual Life?': A Review of the Normalisation 
Principle as It Applies to the Sexual Options of 
People with Leaming Disabilities. · Disability & 
Society, 9(2): 123-44. In spite of the many 
assertions of the rights of people with learning 
disabilities [ the phrase in Britain for persons 
labelled mentally retarded] to a "normal" life in 
terms of sexuality and family, prejudice and 
isolation prevent the exercise of these rights. 
The way in which normalization is carried out 
limits learning disabled persons in, terms of 
expression of sexuality and forms--of sexuality. 
Sexuality is socially constructed and what is 
wanted and what is acceptable depends upon 
social status. The question is whether service 
providers teach people with learning disabilities 
to behave in the way in which valued people say 

they behave or do they teach sexual survival 
skills. The former is more valued, but the latter 
might be more valuable. 

Callahan, Daniel. (1994) Setting· Mental 
Health Priorities: Problems and Possibilities. 
Milbank Quarterly, 72(3): 451-70. Although · 
setting mental health priorities is complex itself, 
they should be set within the context of all health 
services. The relationship between treatment 
outcomes, efficacy, political, and ethical 
considerations must all be used. Some priority 
should be given to persons unable to function in 
ordinary circumstances. 

Campbell, Jean. (1994) Unintended 
Consequences in Public Policy: Persons with 
Psychiatric Disabilities and the Americans with 
Disabilities Act. Policy Studies Journal, 22(1 ): 
133-45. The ADA like other civil rights 
measures has unintended consequences for 
persons diagnosed with mental illness. On the 
surface its provisions (the direct threat and the 
known disability provisions) appear to be 
reasonable, but they may work to the detriment 
of persons diagnosed with mental illness. 

Corbett, Jenny. (1994) A Proud Label: 
Exploring the Relationship Between Disability 
Politics and Gay Pride. Disability & Society, 9(3): 
343-57. Different minority movements sl1are 
experiences. By recognizing this fact issues such 
as normalization, passing, and challenging 
discrimination are seen in a wider context. Dual 
oppression and the personal as political are also 
discussed. 

Darke, Paul Anthony. (1994) The 
Elephant Man (David Lynch, EMI Films, 1980): 
An Analysis from a Disabled Perspective. 
Disability & Society, 9(3): 327-42. Unlike the 
common interpretation of the film, the author 
demonstrates that it dehumanizes and objectifies 
it subject through portraying "normal" as a 
common sense concept, abnormal as inhuman 
and not bearable. The condition of the Elephant 
Man is seen as pathological rather than a social 
constructio~. The film also has overtones of 
eugenics. 

De.Jong, Gerben. (1994) Toward a 
Research and Training Capacity in Disability 
Policy. Policy Studies Journal, 22(1): 152-60. A 
research and· training infrastructure is necessary· 
if disability· policy is to flourish. There must be 
an academic home for it, curriculum developed, 
research opportunities created, students with 

. 1 

76 



4 

disabilities · must enter the field, policy research 
centers must be created, and· funding found. 

Diesfeld, Kate. (1994) Mental Health 
Law: Innovations in Education and 
Representation. Disability & Society, 9(3): 375-
82. Legal representation has been the dominated 
by professionals, but the article discusses a legal 
clinic which brings into· the process people with 
mental disabilities. The process both. empowers . 
the person with a mental disability and improves 
the outcome. i 

Doddington, K.; Jones, R.S.P.; Miller, 
B.Y. (1994) Are Attitudes to People with 
Leaming Disabilities Negatively Influenced by 
Charity Advertising? An Experimental Analysis. 
Disability & Society, 9(2): 207-22. One of two 
posters were shown to 99 school children in the 
United Kingdom. One poster was from a highly 
criticized fund raising campaign in the 1980s and 
the other was from a fund raising campaign in 
1991. The subjects who saw the older poster 
were more likely to feel pity and guilt and to 
agree that persons with mental handicaps were 
not able to be independent. However, there was 
no significance difference in the likelihood of 
donating money so that a positive image can 
raise as much or more ~oney than a negative 
image. 

Epstein, Julia. (1994) Altered 
Conditions: Disease, Medicine, and Storytelling. 
New York: Routledge. Through a review of 
medical case histories and other documents the 
author shows how society regulates and controls 
threatening and subversive behavior by defining 
normal and deviant. 

Evans, David R. (1994) Enhancing 
Quality of Life in the Population at Large. Social 
Indicators Research, 33(1-3): 47-88. An 
excellent and comprehensive review of the 
literature of quality of life indicators and 
discussion. The author advocates extending 
quality of life measures beyond the medical 
sphere to· professionals such as lawyers, financial · 
advisors, and other middle class persons. 

Ferguson, Philip M. (1994) Abandoned 
to Their Fate: Social Policy and Practice Toward 
Severely Retarded People in America, 1820-1920. 
Philadelphia: Temple University Press. 
Discusses the treatment received by persons 
labelled mentally retarded using a case study of a 
New York state institution and how reforms of 
the Progressive Era contained erroneous 

concepts. 
Fox, Daniel M. (1994) The Future of 

Disability Policy as a Field of Research. Policy 
Studies Journal, 22(1): 161-67. Opportunities for 
research in disability policy are increasing, but 
they are less than what is available in related areas. Disability studies will become even more 
important in the future and resources must be 
used for its development. 

· Goode, David. (editor) (1994) Quality of 
Life for Persons with Disabilities: · International 
Perspectives and Issues. Cambridge: . Brookline 
Books. 

A collection of chapters dealing with 
quality of life studies in six different countries 
(including several in the US) and in a number of 
specific areas. However, it is quality of life for 
people labelled mentally retarded only. The final 
chapter is Wolf Wolfensberger's strident call to 
abandon the concept altogether. 

Grob, Gerald N. (1994) Government and 
Mental Health Policy: A Structural Analysis. 
Milbank Quarterly, 72(3): 471-500. It is 
recognized that mental health policy is shaped by 
social, economic, intellectual, and medical 
variables. What is usually left out and what must 
be included are the intergovernmental 
relationships between the local, state, and federal 
governments. These intergovernmental variables 
change coverage, costs, and goals. 

Hafferty11 Frederic W.; Foster, Susan. 
(1994) Decontextualizing Disability in the Crime 
Mystery Genre: The Case of the Invisible 
Handicap. Disability & Society, 9(2): 185-206. 
Popular-culture shapes public policy and 
attitudes. Exploring one segment of popular 
culture - literary fiction, specifically the detective 
novel - the authors demonstrate how a socially 
constructed disability (deafness) is transformed 
into a physical impairment changing a social 
issue into a personal problem. 

Hahn, Harlan. (1994) The Minority 
Group Model of Disability: Implications for 
Medical Sociology. Research in Sociology of 
Health Care, 11: 3-24. A good exposition of the 
medical model of disability and the problems 
which come from its use. AJso a good exposition 
of the minority group model of disability and the 
benefits from using it. Other models are 
discussed. 

Hand, Jennifer E.; Trewby, Mary; Reid, 
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Pat M. (1994) When a Family Member Has an 
Intellectual Handicap. Disability & Society. 9(2): 
167-84. Using oral histories of ten close 
relatives of persons over 50 labelled intellectually . 
disabled in New Zealand some of whom were 
institutionalized and others who lived · at home, 
the authors conclude that well financed public 
policies of inclusion must exist for participation 
in the community and. for. the sake of·the 
families. 

Hany, Beth; Kalyanpur, Maya. (1994) 
Cultural Underpinnings of Special Education: 
Implications for Professional Interactions with . 
Culturally Diverse/ Families.· Disability & Society, .. · 
9(2): 145-65. In the US there ~e cultural 

. assumptions which underlie special education 
which makes it difficult to work with families 
from .. diverse backgrounds. The medical model 
on which special education is based is the WOl'St 
problem. Further problems arise in the way in 
which disability is defined, from the power of 
professionals, from the language oE "objective" 
science, and from differing parenting styles, 
educational goals, family and community 
con~rns, and communication. Profe$sionals 
must recognize these assumptions/problems and 
understand the parents' cultural perspective. 

Jayasooria,· Denison; Ooi, Godfrey. 
(1994) Disabled Peoples Movement in Malaysia. 
Disability & Society, 9(1): 97-100. A history of 
the disability movement in Malaysia which 
followed a path very similar to that in the US 
except it is more· recent. 

Kaplan, Robert M. (1994) Using Quality 
of Life· Information to Set Priorities in Health 
Policy. Social Indicators Research, 33(1-3): 121~ 
63. Sets forth the General Health Policy Model 
as an instrument for making health policy . 
decisions. The Model sets 1.0 as perfect health 
and 0.0 as death and provides only negative 
aspects ·for the judgement. These 1negative 
aspects reflect the common ster~types of 
disability. (The author of this abstract calculated 
that he was over half way to death - primarily 
~se. he uses a wheelchair.] 

Kraut, Alan M. (1994) Silent Travelers: 
Germs, Genes and the Immigrant Menace. New 
York: Basic Books. · 

·A discussion of howt'illness and disease 
are eqwlted with outsiders and genetic inferiority 
with an impact upon immigration policy, health 
care, the workplace, and schools. 

Lunt, ~eil; Thornton, Patricia. (1994) 
Disability and Employment: Towards an · 
Understanding ofDiscourse and Policy. Disability 
& Society, 9(2): 223-38. Using data from ·fifteen 
countries the authors examine disability 
employment policy. One approach of the various 
policies (and the one used in the United 
Kingdom) is to encourage ~mployers to make 
organizational change. . This view locates the 
problem in the person with .a disability. Anti-
discrimination laws [ according to the authors] are 
this type of approach because they assume the 
problem lies in attitudes and they fail to 
recognize that disability is embedded in social 
processes. The other approach is to recognize 
disability as being socially constructed. It is the 
result of social processes and in some cases the 
result of capitalism. In this approach disability is 
oppression. The specific policy of a wage subsidy 
simply reaffirms that people with disabilities. are 
less productive than others. The policy of 
offering support services to people with 
disabilities both makes them subject to medical 
classification (medicalizing a problem which i~ 
not medical) and re~orces that people with 
disabilities are-different. The-policy of 
sheltered/supported employment also singles out 

· persons with disabilities and all but guarantees 
lower wages and inferior working conditions. All 
policies are deficit, even those which. recognize · 
that disability is socially constructed. Much more 
policy analysis remains to, be done. 

Marks, Oenee. (1994) "Armed Now with 
Hope...": The Construction of the Subjectivity of 
Students within Integration. Disability' & Society, 
9(1): 71-84. The progressive integration policy -
such as that in Victoria, Australia - produces 
social constructions of the students with 
di~bilities which stigmatize them. Using the 
poetry and the diary· of one teenage student who 
was integrated, the author shows how the 
student's view of himself and the view embodied 
in the policy conflict. 

Matava, Marie. (1994) Implications of 
Parenting Standards in Child Protection:) A · 
Paradox in Disability Policy. Policy Studies 
Journal, 22(1): 146-51. Child protection workers 
discount the parenting abilities of persons with . 
disabilities many of whom can successfully 
parent. However, parents with disabilities can 
neglect their children as can parents· without 
disabilities. The ADA and state laws piace child 
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protection workers in an ambiguous position in 
regard to parents with disabilities. 

· McGuire, Jean Flatley. (1994) 
Organizing from Diversity in the Name of 
Community: Lessons from the. Disability Civil 
Rights Movement. Policy Studies Journal, 22(1): 
112-22. A discussion of the complex nature of 
the disability movement from the viewpoint of a 
community organizer -using the passage ·of the 
Americans with Disabilities Act and other pieces 
of legislation. There is.not as much cohesion in 
the disability movement as the passage of the 

. ADA might suggest. 
Minkes, John; Robinson, Carol; Weston, 

Clive. (1994) Consulting the Children: 
Interviews with Children Using Residential 
Respite Care Services. Disability & Society, 9(1): 
47-57. The Children Act, 1989, in the United 
Kingdom requires that the child and the family 
be involved in decisions about services for 
children.. In an evaluation of six residential 
respite care services for children who primarily 
have learning difficulties the authors interviewed 
the children who received the services. The 
authors describe the process and present the 
interview schedules. They conclude by reflecting 
of the importance of including the children in the 
evaluation process. 

Parmenter, Trevor R. (1994) Quality of 
Life as a Concept and Measurable Entity. Social 
Indicators Research, 33(1-3): 9-46. The 
measures of quality of life are all flawed. In the 
medical arena there is a tension in the measures 
between the biomedical aspects and the need to 
open a dialogue between physician and patient. 

Pfeiffer, David. (1994) Eugenics and 
Disability 'Discrimination. Disability & Society, 
9(4): 483-501. US state law in the areas of 
domestic relations which discriminate against 
persons with disabilities are detailed. They were 

, enacted because of the Eugenics Movement. 
Contemporary policy implications are discussed. 

Pfeiffer, David. (1994) Introduction: 
Issues of'Politics and Practice in Disability Policy. 
Policy Studies Journal, 22(1): 110-11. Introduces 
the second of two symposiums on disability policy 
which stress the central role it plays in the field. 
The political role of the disability community in 
passage of the ADA illustrates the politics of the 
study of disability policy. The practice aspect is 
represented by discussions of the problems of 
applying the ADA in the context of psychiatric 

disabilities. and with parenting standards. The 
symposium concludes with a discussion of the 
need to. train more disability policy specialists, 
the necessity for more research in the area, and 
suggestions as to how it can be done. 

Pfeiffer, David. (1994) The Americans 
with Disabilities Act: Costly Mandates or Civil 
Rights? Disability & Society, 9(4): 535-44. A 
discussion.of costs versus civil rights especially as 
found in the ADA is presented. The argument 
that the ADA is a costly mandate is analyzed and 
found to be an ideological statement not 
particularly based in fact . 

Pollack, David A.; McFarland, Bentson 
H.; George, Robert A.; Angell, Richard H. 
(1994) Prioritization of Mental Health Services in 
Oregon. Milbank Quarterly, 72(3): 515-50. An 
important feature of the Oregon Health Plan is 
the inclusion of both mental and physical health 
care. · The mental health community educated 
policy makers of the importance of mental health 
and chemical dependency services and achieved 
·this result. 

Shakespeare, Tom. (1994) Cultural 
Representation of Disabled People: Dustbins for 
Disavowal? Disability & Society, 9(3): 283-99. 
Cultural prejudice against people with disabilities 
is found throughout society. Artists project their 
own emotions or values onto people with 
disabilities which they see as objects. Charities 
"take care" of people with disabilities by 
projecting demeaning images of the ·"other." 
Ideology, although somewhat useful in 
understanding oppression, is not .useful in 
explaining this treatment of people with 
disabilities in imagery. The concept "other" also 
fails. Liminality is not useful because the 
abnormal, unusual implies the normal, usual. 
This prejudice exists because disability represents 
the physical, the animal, the mortal, the 
vulnerability in existence, the enemy. "Disabled 
people are scapegoats." Disability/impairment 
conflicts with masculinity, with potency, 
supremacy, with domination. · 

Shapiro, Joseph. (1994) Disability Policy 
and the Media: A Stealth Civil Rights. 
Movement Bypasses the Press and Defies 
Conventional Wisdom. Policy Studies Journal, 
22(1): 123-32. Because of the negative 
stereotypes of people with disabilities held by 
most media persons, the ADA was deliberately 
pushed through Congress with little attempt to 
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involve the media. The price to pay for this 
strategy is that negative social stereotypes will 
produce a backlash among t!te .public. · 

Tisdall, E. Kay M. (1994) Why Not 
Consider Citizenship? A Critique of Post-School 
Transitional Models for Young Disabled People. 
Disability & Society, 9(1): 3-17~ The models of 
the. transition of young people· with disabilities 
from school to work do not agree on successfq1I · 
transition, do not include the young person in 
the decision ~aking, and view the young person 
as in crisis, as needy, and as marginalized. These 
models should be discarded and instead the 
rights or citizenship perspective used with young 

. people with disabilities and advocacy 
) · organizations playing a major role. 

U.S.,·General Accounting Office. (1994) 
Americans with Disabilities Act: Effects of the 
Law on Access to Goods and Services. A 
comparison,of their January 1992 findings (231 
sites) with findings. during August 1992 (322 
different sites) and April 1993 (276 different 
sites). The mail survey of 1992 was repeated and 
their January 1992 findings (n = 1193) were 
compared with their August 1992 findings (n =:: 
854) and April 1993 (n = 726). The mail survey 
findings generally supported their site 
observations. It was found that the percentage of 

, features ·consistent with the ADA Advisory 
Guidelines increased from 67% in January 1992 
to 74% in April 1993, a slight improvement. 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. However, 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 conclud~s that although many barriers 
remain, businesses appear to be responding to 
th~ requirements of the ADA. 

1 

Vujakovic, P .; Matthews, M.H. ·(1994) 
Contorted, Folded, Tom: ·Environmental Values, 
Cartographic Representation and the Politics of 
Disability. Disability & Society, 9(3): 359-74. 
Cartographers infuse their values int~ their maps. 
If non-disabled cartographers produce access 
maps without incorporating the personal 
geographies of people with disabilities, the maps 
will be lacking in accuracy and. usefulness.· The 

article describes a process which incorporates the 
user group at all stages of map making. 

· Watson, Sara D. (1994) App'Iying Theory ' 
to Practice: A Prospective and Prescriptive 
Analysis of the Implementation. of the Americans· 
with Disabilities Act. Journal of Disability Policy 
Studies, 5(1): 1-24. In spite of differing models 
and the difficulties they present, hundreds of 
implementation studies were published over the 
last twenty years. One thing is shared by almost 
all of them: they are retrospective and 
descriptive. (Rarely are there examinations of 
ongoing implementation and rarely are there 
recommendations for the implementation 
process. Watson presents and discusses a model 
for judging the ongoing implementation of the 
ADA and presenting recommendations. It 
contains three. parts: the problem the statute is 
intended to resolve, the statutorily implied 
implementation structure, and. nonstatutory 
variables affecting the implementation: (1) the 
ADA is part of a .larger attack on discrimination 
based upon the perception of a disability; (2) the 
statutorily implied implementation structure is 
contained in the statute itself, its regulations, and 
the numerous technical assistance manuals and it 
consists of the ADA's objectives, incentives, and 
enforcement; (3) the implementation of the 
ADA will be strongly affected by nonstatutory 
variables which are the general public, public_ 
officials, the disability community, and the· media. 

Watson, Sara; Pfeiffer, David. (editors) ,, 
(1994) Symposium-on Disability Policy Part Two: 
Disability Politics and Practice. Policy Studies 
Journal, 22(1): 110-169. A collection of articles 
which show the application of policy analysis to 
disability, issues and politics concluding with the 
way in which disability policy can become a 
major field. · 

Whyte, William Foote. (1994) Participant 
Observer:. An Autobiography. Ithaca, NY: ILR 
Press. The author chronicles his career showing · 
the influence he has and had upon the entire 
field. of social science. He strongly supports· the 
invQlvement of subjects in research and workers 
in the workplace. He is also a polio survivor and 
discusses this experience. 
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