
doing research for my Masters on Black disabled high school and college students from Brown y. 
The Board of Education to the ,present. If you have any information on my topic or scholarships 
and fellowships, please drop me a line. 

There are some positive moves for Black disabled' people in this country. For example, 
Howard University has a Research and Training Center which deals with disabled ethnic 
minorities in the fields of rehabilitation, research, and training. Ask to be .placed on their mailing 
list for their newsletter Bridges. . A disabled magazine, Mouth, will be offering a collection of 
writings from Black disabled writers. 

Black disabled people can not rely on a.nyone except ourselves. We know (I hope) by 
now that our cOIl1l)1unities will leave us on this picket fence. We need to learn and follow the 
actions of our brothers and sisters in Britain. Ifwe do not do it,.nobodywill! 
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Book Reviews 

Bell, Stephen H., Orr, Larry L., Blomquist, John D., .Cain, Glen G. Program AppIlcants as 
a Compariso!1 Group in Evaluating Programs, Kalamazoo, MI: W.E. Upjohn Institute 
for Employment Research, 1995, 183 pages, $24.0.0. hardcover, $14.0.0. sottco:ver . 

. There is no question that the United States has a decades-long commitment to advance the 
employment potentials of its citizens. The authors of this monograph aptly characterize this 
commitment as "the to America's standard of living and competitive position in the world 
economy" (p. 3). Therein lies the root for all the education and vocational training programs 
supported by public and' private sources. Unfortunately, some segments of the workforce, e.g., 
disadvantaged, displaced, and disabled workers, often· require additional andlor remedial 
assistance to help them realize their employment potentials. . The authors, a team from. Abt 
Associates, Inc., and a University of Wisconsin-Madison. collaborator, recognize that in 
responding to this need comes the parallel need to assess critically the impact of such programs. .' 
Basically, the assessment questions are two-fold: whether .the remedial intervention results in 
better realized employment, higher earnings; and how policy makers can rationalize .continued 
support of appropriate employment· and training programs. . . 

Unfortunately, the authors point out, 'the evaluative efforts of the employment and training 
programs of the last thirty years have not reached consistent or adequate conclusions 

to answer either of the two basic questions. This monograph. summarizes the 
last thirty years of advances and setbacks in evaluation as applied to national 
employment and training programs, particularly the "Manpower Development and Training Act 
(196o.s) and the Employment and Training Act (197o.s). The methodological 
debate centers on a. number . of stumbling blocks, a solution. t<;> which is the theme of this 

. monograph. have batt\ed· tlexperimental versus non-experimental 
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approaches,"· "external versu~ internal comparisons," and "participants' outcomes versus ·policy 
outcomes." And to no avail~ ~here remains the need for critical answers. · 
. The core message of !~his monograph is a substantive attempt via an assessment of the 

weakness of traditionally fav;pred external experimental evaluation strategy to · advocate a re-
assessment of a traditionall~ unfavored nonexperimental evaluation approach centered on 
"nonparticipating applicants. "iJ Chapter . 1 outlines the histo~ _and critical questions ~or this 
message. Chapter 2 demon~trates the weakness of the trad1t10nal strategy by focusmg the 
discussion on the unavoidable complications surrounding a chief villain of evaluation 
methodologies: selection bia~!- · This chapter also introduces the proposed internal approach via 
an insightful description of three categories of "nonparticipating applicants": withdrawals, screen-
outs, and no-shows. It ·discu$ses how each category addresses an important aspect of difference 
between the internai compariS ~n .group arid traditional external groups as they relate to selection 

1 

bias and another evaluative vi~~ain, "preprogram dip." Suffice the reader to understand that, with 
regards to earnings trends, ~reprogram dip concerns whether an evaluative methodology can 

· account for the transitory chatjge in earning which might influence one's desire to participate in an 
employment and training progtam, or be a permanent break in a participant's earning trend. This 
discussion suggests favorably ~awards the use of internal rather than external comparison groups 
since the "withdrawals, screeriLouts, and no-shows" tend to share the motivational aspects of the· 
actual participating applicants

1

ii more so than any external comparison group whose disinterest in 
the program may be linked to ~n essential lack of need for such an intervention. . 

Chapters 3 and 4 off~r empirical demonstrations of the suggested approach using the 
unusually suitable data set fr~m · the AFDC Homemaker-Home Aide Demonstration Program. 
These chapters actually provide test results of estimates derived from nonparticipating applicant 
compari'sons with data colleded from actual external experiments. These results do not offer 
"dead to right" conclusions,! to end the debate· between the "external versus internal," 
"nonexperimental versus.expe~imental" sides. However, the findings are strong suggestions "that 
no-shows will provide better !~stimates than withdrawals, · and that screen-outs will provide the 
best comparison if we are able to control for the objective and subjective factors intake staff use 
to select program participants'11 (p. 116).· This reader would note that Chapters 3 and 4 exceed my 
immediate technical expertise 1in · econometrics and statistics. However, this excess supports the 
notion that such evaluation erideavors are best served by a research team of varied expertise and 

• ' II ·foci. · . . . .:1 
11 . . . ·. 

The authors' position quring the course of this monograph is to summarize, • demonstrate, 
and advocate. This reader adpreciated the even-handed style of the discussion which could be 
called· advocating, not selling! \i The authors admit that theirs is but one demonstration and that 
additional demonstrations will\; further clarify the parameters of the nonexperimental approach. 

I, 

The monograph concludes witp working recommendations for additional demonstrations, longer-
term testing, rating variable strengthening, · and the extension· of the suggested approach to other 
data sets related to employm~nt and . training programs. This reader would suggest further that 
the use of nonparticipating aprilicants as a comparison group be extended to evaluation endeavors 
not confined solely to the empt~yment.sector. Although this monograph is not population specific 
with regards to "who" is partiqipating in employment and training programs, its message truly can 
be applied to other program ~reas · wrestling with adequate and accurate evaluation schemes. 
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Such areas as special education programming, health care outreach programming~ and community 
social ·services programming could benefit from improved evaluation strategies, and Program 
Applicants as a Comparison Group in Evaluating Training Programs could be an, excellent starting 
point 

(Thomas· Stripling, Senior Health Data Analyst, ·Paralyzed .Veterans of ·America, 
Washington, DC) 

Bertling, Tom .. A Child Sacrificed to the Deaf Culture. Wilsonville, OR: Kodiak Media 
Group (P.O. Box 1029-B, Wilsonville, OR 97070), 1994, 112 pages, $18.95 softcover. 

This book presents a combination of an autobiographical account <;>f the author's life as a 
hard ofhearing person in a residential school and his ill-informed critical social commentary about 
DeafCulture. · · . . .. . . . 

The-book is very weak due to· consistently illogical argumentation. Bertling essentially 
blames, in an unbalanced fashion, virtually all the failures of deaf education on Deaf Culture and 
the people of that culture. At the same time, he contradicts himself many times with warm stories 
ofDeafadults at his school who were urole models." · · 

While the author seemingly understands· life in a residential school for deaf children, he 
offers: no clear explanation ofwhat is meant by Deaf Culture stating only that the term ..is directed 
to a _select group of deaf people that primarily communicate in ASL..· They · also often have. in 
common an education at a residential type schoql for the deaf" (p. 10). He suggests· that these 
people are responsible for failure of the residential school. In reality, Deaf people have had little 
influence in the last 100 years on the formation of deaf education. Bertling derives his assumption 
frol!l the fact that many Deaf people value residential · schools, . overlooking the reason that 
residential education is valued .. because it provides maximal access to communication with peers, 
something which is otherwise lacking. 

Another · example of incoherent logic is Bertling's portrayal of ASL (American Sign 
Language) as "baby talk." He says: "Even some of the deaf staff members at .Gallaudet 
University feel that ASL is 'baby talk,' and have gone as far as criticizing residential state deaf 
schools for not preparing deaf kids better for the· world after high school. . This should further 
discount any claim by the deaf community of any 'natural' language of the deaf' (p. 84). Applying 
this logic, one could conclude, for example, that, after traveling to France and finding problems in 
their education system, you can discount French as a "natural language." Reading a manifesto like 
this was too much ofa sacrifice on my part. · . 

(Dr. Ben Bahan, Associate Professor of Deaf Studies, Gallaudet University, Washington, 
DC) 

Bogdan, Robert, and Taylor, Steven J. The Social Meaning of Mental Retardation: Two• 
Life Stories. (A reissued edition oflriside Out with a new postscript). New York, NY: Teachers 
College Press, 1994, 239 pages, $18.95 softcover. 

• This is. an important book that allows two individuals, having been labelled as mentally 
retarded and having experienced institutionalization, to tell their life stories from their own points 
of view. Ed Murphy and Pattie Burt were each in their twenties and living in the community at 
the time they were interviewed in depth and over time by the authors. Ed Murphy proves to have 
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a particularly shrewd awaren~ss of the interpersonal and bureaucratic politics involved in 
understanding what is going ori around him as well as strategies for how to get along. He has a 
way with words as when he d~scribes the "kind of invisible meanne~s" of other children (p. 36). 
Of the two, Pattie Burt had !a more eventful life course of multiple home and institutional 
placements and a history of ofttrepeated difficult, social relationships. Both stories are perceptive 
and insightful narratives in an autobiographical format. 

At the base of these lif~ stories is Bogdan and Taylor's critique of the concept of mental 
retardation which they see as a ~efective concept (p.5) or crude metaphot (p. 7) for all so. labelled, 
regardless of the severity. Tne narratives,· with all their rich insights, lead us to question the 
concept of mental retardation {hich, as a di.agnostic category, is defined by multiple indicators of 
cognitive functioning ( cf. AAf1R, 1992). What Bogdan and Taylor remind us of is that there is 
.danger in artificial reification of the concept. This reification can lead the user. to pay attention to. 
· individuals' supposed similaritylbased on a singular deficiency rather than to the intra- and inter--
individual variation in multiple fbilities and disabilities. · . . . 

Bogdan and Taylor position their work in opposition to other social and .cultural research I . 
on mental retardation, especi~lly Edgerton's (1993) Cloak ·of Competence, which they see as 
adopting the "official" view 0£1 mental ·retardation (pp. 208ft). Some readers may prefer to see 
each of these works as major contributions to the qualitative literature on mental retardation: 
each depicts the dehumanizing ,and degrading experiences of institutionalization; both see growth 
as possible· when individuals ! labelled · "mentally retarded" are allowed to participate in an 
integrated fashion in the comtnunity with non-labelled persons. The two volumes differ on 
whether there is an intrinsic c9gnitive . deficiency .in individuals so labelled that is . responsible for 
their life course, and the arguments_ for each are found in the "Conclusion" of both volumes. 
Bodgan and Taylor's work em~hasizes the placement of individuals who are labelled as mentally 
retarded as a product of bureaucratic organization and even family needs. Edgerton ( 1993) 
emphasizes the intrinsic nature bfthe cognitive deficit with growth possible in adaptive behavior. 

As Bogdan and Taylor! recognize in their up-dated postscript, the· radical critique of the 
concept of mental retardation ~hould not prompt readers to: romanticize the situation of those so 
labelled and fail to recognize the . reality of the supports that people with mental retardation may 
need to lead their lives. I · · 
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Brislin, Richard W., Yoshida, Tomoko. Improving Intercultural Interactions. Thousand 
Oaks, CA: Sage Publications, Inc., 1994, 353 pages, $45.00 hardcover, $21.95 softcover. 

We are converting Om's to ROMs ( cd) now to preserve ancient texts for the future benefit 
of the race, rushing in where angels fear to tread. Lung cancer is rapidly becoming the disease of 
choice as R.J. Reynolds distributes his/her miracle drug to unsuspecting millions world-wide. 
This willingness to share opens up huge markets for western medicine and colon cancer and paves 
the way for Le Royale with Cheese. Laptops are the toolboxes of the now. Surgeons' knives are 
obseletized by lasers and ultrasound, engineers use computers to design skyscrapers and space 
stations for cyberspace. Since the real or imagined tower of Babel fell, we have been trying 
various means to reconnect with other cultures, creeds, colors, religions. 

Improving Intercultural Interactions addresses those means of .connecting by offering us 
some practical and practicable methods by which we can live in the global village without 
offending those few remaining people on whom we have not committed war. 

· When I look for a book to train others, I want one that will expand the horizon and vision 
ofthose that I am training. This is such a text. It is a means and process book. It offers a variety 
of means to get the culturally asleep to wake up and smell the sake. This text promises and 
delivers much. The authors have done a tactful job of gleaning samples and examples from 
critical case studies and screening devices that should help trainees cross boundaries without 
offending others. A simplified version needs to go to the State Department and Bureau of 
Immigration to let the front liners know that (a) other cultures exist, (b) they have existed for 
thousands ofyears, and (c) they wish to remain intact, thank you very·muchl 

Brislin and Yoshida have presented convincing arguments that all those ( at home and 
abroad) even thinking about some type of intercul.tural interaction (e.g., "business," "education," 
"social and health services") will benefit from this training.. To whom would I recommend this 
text? Language departments at all colleges and universities, social work and rehabilitation 
schools, anthropology professors, the military, any institution obsessed with saving people should 
be· required by law to use it; the travel industry would benefit from its use by enhancing their 
customers' experiences. On my short list would be desk jockeys in welfare offices around the 
world who are determined to save whatever is left after the wonks, medics, militaries, 
missionaries, and Ronalds are through. This is a good tool. If you . are in the training business, 
give it a look. New ideas and practical advice are plainly laid out as partial solutions to the age-
old problem of Improving Intercultural Interactions. 

(Jack E. Campbell, Administrator/Teacher, Origins Society, Tucson, AZ) 
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Canguilhem, Georges. The Normal and the Pathological. New York, NY: Zone Books 
(Distributed by the MIT Press), 1991 [1943], 327 pages, $28.95 hardcover, $16.95 softcover. 

One of the most important critiques of the development of the science of pathology is now 
over 50 years old. Georges Canguilhem's groundbreaking study ofthe field of pathology has been 
recently re-issued in an attempt .to recreate an important history of the body in Western letters. 
The significance of Canguilhem's work to disability studies in particular hinges upon his 
thoroughgoing critique of the medical field's increasing interest in judging degrees of bodily 
abnormality rather . than in empi,rically evaluating the body. as an adaptive organism. For 
Canguilhem, there is no such thing as a "biological misfire"; instead, there are only variations in 
the ways in which bodies struggle to inhabit hostile environments. The emphasis· placed here 
upon adaptation rather than. deviance proves more than just a utopian fantasy of bodily differences ... 
(as many of our current discourses might be .characterized); The Normal and the ·Pathological 
exposes the definition of pathology as a means by which ·medical science has relinquished. causal 
knowledge in favor of designating those biologies that fail to qualify as functionally normative .. 
The -upshot of privileging the latter category as the true objective of medical science is that 
pathology strives to repress biological · variation as the exception rather than the rule. The 
establishment·. of a universal norm obliterate_s the scientist's professed goal of objectivity by 
attempting to fit an inherently variable organism into a singular· paradigm. Bodies become square 
pegs to medicine's classificatory round holes. 

Canguilhem's analysis brilliantly illustrates that the objects of medical knowledge (such as 
people · with disabilities) are found to be not only physically defective, but also linguistically 
challenged: "scientific thought finds in everyday language, the nonscientific language of the 
masses, a defective instrument" (p. 215). The "defective" language of those who seek medical 
intervention renders them effectively silent and, thus,. subject to the authority of science's superior 
descriptive and evaluative system. As a medical philosopher ( as opposed to a technician· of the 
body), Canguilhem understands that language produces pathologized phy~icalities (not biology) 
and influences the attitudes that translate · into various regimens of treatment. Much of his 
argument' turns upon the nuances of terms such as pathology versus anomaly; the latter 
designation represents a· more truthful recognition of bodily variation, while the former seeks to 
qualify those differences as· definitively deviant and undesirable. Rather than defining a norm as a 
static quantifiable average of physical proportions and functions, Canguilhem argues that "[a] 

· norm of life is superior to another norm when it includes what the latter permits and what it 
forbids" (p. 182). Consequently, The Normal and the Pathological shifts the emphasis upon 
deviancy ·away from individual bodies and· on to social definitions that must be surpassed·· and 
expanded upon from generation to generation. · 

While this critique is important as a commentary that emanates from the "inside" of the 
profession itself, Canguilhem's analysis also suffers by restricting its· purview to an isolated · 
medical specimen. There is no social sphere ( outside of medical circles themselves) within which 
Canguilhem's bodies function and bear the weight of meaning. Like the industry of pathology, the 
"sick" patient also refuses to acknowledge a wider array of physical norms: "The patient is sick 
because he can admit of only one _norm . . . the sick man is not abnormal because of the absence 
of a norm but because of his incapacity'to be normative" (p. 186). This type ofpsychologization 
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of the psyche of the "ill" and the disabled is common in the medical and rehabilitative sciences .. 
While I do not wish to refute that individuals also function beneath beliefs of restrictive ideas of 
normalcy, there is little room in the hard sciences for analyzing social institutions that promote 
and perpetuate damaging norms. Like all cultural subjects, people with disabilities tend to imbibe 
the norms of their time; yet a refusal to acknowledge the multiple social sources of normalcy 
reifies the notion that the patient cultivates his/her disorder in isolation and, thus, can be treated 
outside of the context which fostered the response to the disorder in the first place. 

(David T. Mitchell, English Department, Northern Michigan University, Marquette) 

Castles, Elaine E. "We're People First": The Social and Emotional Lives of Individuals 
with Mental Retardation. Westport, CT: Praeger Publishers, 1996, 211 pages, $35.00 hardcover. 

This book written by Castle, a clinical psychologist with 20 years work experience with 
children and adults with mental retardation, describes the challenges faced by individuals with 
mental retardation as they mature from birth to adulthood. The author describes the 
developmental process unique to persons with mental retardation and normalizes it by placing it in 
a broader context of developmental theories supplemented by short vignettes and quotes taken 
from persons with mental retardation and from members of their families. Ultimately, the goal of 
this book is to stay experience-near and to give voice to the stories of individuals with mental 
retardation. 

This book contains eight chapters organized into three parts. In the first part, "The 
Process ofDevelopment," the author discusses "The Normal Process of Human Development" in 
Chapter One, and "Development in Persons with Mental Retardation" in Chapter Two.. Chapter 
One reviews the main theories of development, including psychodynamic, cognitive, social, moral, 
and emotional development theories. It also describes the main tasks of maturation from infancy 
to adulthood. Chapter Two describes developmental theories of mental retardation from 
cognitive, physical, social, temperament, and personality perspectives. It covers issues of mental 
versus chronological age, organic and non-organic forms of mental retardation, and the roles of 
social experience and individual temperament in shaping the lives of people with mental 
retardation. 

The second and third parts are the essence Cof this book. The second part, "Families, 
Friends, and Feelings," contains four chapters. Chapter Three, "The Individual with Mental 
Retardation within the Family," deals with issues of family adaptation to a child with mental 
retardation, the adaptation of a person with mental retardation to a family in which he or she is the 
only person with a cognitive disability, the roles of fathers and siblings in the lives of people with 
mental retardation, and recommendations for the promotion of healthy development· throughout 
the life cycle. · · 

The fourth chapter, "Friendship," provides theoretical context regarding normal social 
development and friendship formation. Then it describes specific characteristics of friendships of 
people with mental retardation with particular attention · to such concerns as social isolation, 
making appropriate judgments in soci~l context, and ways of improving social interaction among 
people with mental retardation. . 

The fifth chapter, "Self-Concept, Emotional Coping Skills, and Stigma, 11 describes the 
potential vulnerability of persons with mental retardation to having emotional problems. It 
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addresses the constant robbing of self~esteem from people who are accustomed ·to think that. they 
fall short of standard achievement·· This social stigma and emotional· pain is most acutely felt by 
in?ividuals ~ho· function in !he niHd ~nd m~derate r~~e of mental retard~tion.. This chapter end~ 
with suggestions for enhancmg ·self-esteem m people with mental retardation. . 

The sixth chapter~ "Issues of Adult Life, 11 addresses, areas of employment, sexuality, and 
marriage in the lives· ofadults with mental retardation. l'he author states that, similarly to the rest 
of the ·population, money is a main .motivation for WQrk for aduits with mental .retardation. 
However, in addition to money, work is also importani in prqviding a maj<;>r source of. social 
interaction for individuals who are cognitively challenged. The author argues that, although 
adults with mental retardation are not different from the rest of the population in their experience 
of sexual urges, society has been slow to accept sexual interaction among individuals with mental 
retardation. ·· She advocates for the need for sex education and counseling for individuals with 
mental retardation, especially for those who have children. . 

The third and last part of ~his book, "Problems and Resources, II contains Chapters Seven 
and Eight. Chapter Seven, "Mental Retardation and Emotional Disturbance," focuses on .people 
who · have both mental retardation and emotfonal problems. It· discusses · biological, social,. and 
psychological factors that predispose people with mental retardation · to mental illness and· the 
various types ofemotional problems. · 

Chapter Eight, "Treatment of Social and Emotional Problems, i, describes interventions 
appropriate for all people with mental retardation, whether or not . they have an emotional 
problem. · These include social, behavioral, and cognitive skills training, <J,s well as family 
education and self-advocacy groups. . The second part of thfs chapter deals with specific · 
techniques of intervention for people with emotional ·problems. They include behavi.oral therapy, 
psychotherapy (individual, family, arid group), and psychopharmacology. 

The main strength of this· book is its ability to. integrate, in a· well-written and easy~to-
follow form, broad theoretical and specific knowledge of m~ntal retardation with brief vignett~s · 
illustrating the personal dimension. Additionally, this book provides ~oncrete recommendations 
and advice to family members, care providers, and therapists. In particular, this book can serve as 
a valuable 'resource for teaching therapists' about common concerns in the lives of people' with 
mental retardation. . 

(Talma Cohen, LCSW, Doctoral Student, California School of Professional Psychology, 
Alameda, CA) · · · 

· Coffey, Amanda, and Atkinson, Paul. Making Sense of Qualitative Data. T~ousand 
Oaks, CA: Sage Publications, 1996, 206 pages, $17.95 softcover. 

Making Sense of Qualitative Analysis is intended to introduce the reader to the purpo_ses, 
uses, and strategies of qualitative data analysis. The authors frame their discussion as· non--
prescriptive reminding the reader that there is not a single or correct way to approach qualitative 
analysis. The. first chapter develops a conceptual, structural, and purpos1ve . foundation for the 
book. Drawing from current literature on qualitative methods, terminology is clarified, and the.· 
view: of qualitative inquiry as purposeful and diverse is advanced. Coffey and Atkinson posit that 
qualitative · analysis is designed not as a truth-yielding strategy, but as · a set of iµechanisms to 
inform us about our reciprocal interaction with the social world. . The structure of the text then is 
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described introduc.irig the : reader· to. a data , set . which is used throughout the text to illustrate 
methods and issues to consider in conducting qualitative analysis. Although data collection and 
analysis are discussed as separate entities in the text for the sake of clarity, Coffey and Atkinson 
suggest that these two research activities . should n9t be segregated in the actual conduct of 
qualitative inquiry. 

Subsequent chapters focus on specific aspects of qualitative data analysis: . In Chapter 
Two, "Concepts and ·Coding," the authors discuss coding as an analytic process,. spanning .a 
purposive continuum from data reduction to data complication. A section on ·asking questions of 
the data succeeds the discussion of co.ding, advancing alinear perspective of qualitative analysis. 
The authors touch on some essential points in this chapter, reminding the reader that analytic 
decisions. must balance .information omission by capturing conceptual and meaningful interpretive 
richness. · · . . · . . . . . . 

. Chapter Three. addresses narrative. This chapter, while illustrating narrative with the data 
set introduced in Chapter One and while discussing characteristics of this qualitative genre, does 
not detail substantive guidance on generating and analyzing narrative. Similarly, the focus of 
Chapter Four is on demonstrating the use. of semiotic analysis with some conceptual discussion of 
a semiotics. However, substantive guiding principles on how to perform semiotic analysis are not 
included. · 

Chapter Five advances an interesting treatment of traditional and alternative forms of 
reporting and· representing findings. The authors -suggest that traditional research reporting, while 
valuable, can be restrictive. The possibility of.using plays, fiction, and visual representations to 
disseminate findings js raised. This chapter provides a segue to Chapter Six which focuses 
attention on positioning qualitative research in an intellectual, conceptual context as· a means to 
produce and apply theory. 

The·· last substantive chapter focuses on computer-assisted analysis and is,. perhaps, the 
most useful part of the book. The reader is introduced to computers as facilitators of analytic 
rigor. -Specific illustrations of computer-assisted analys~s are discussed with significantly more 
detail than was used in previous chapters. The text.-concludes with a Coda in which the principles 
of the text are summarized. 

Even qn a first .reading of this text, it is apparent that the book is marred by too Httle detail 
and too many apologies for what the authors themselves consider incomplete coverage of the vast 
topic of qualitative analysis., The reader might wonder why . so much effort was devoted to 
apology rather than to .substance. · 

. Qualitative inquiry is extremely valuable to.generating knowledge in all arenas of disability. 
studies. Moreover, a. text which assists an investigator .to .navigate. the diverse approaches -to 
qualitative inquiry is always a· welcome and needed addition to. the methodological literature .. 
Unfortunately, while some of the ideas presented -in the chapters oi:i ·representing findings and on 
computer-assisted analysis are· sound and informative, I found little merit in . the text. . The 
bibliography and treatment of work from other sources would lead me to . purchase some of the 
other referenced books before choosing the work by Coffey and Atkinson. (Elizabeth DePoy, 
Associate Professor of Social Work, · and Research . Director, Center for Community Inclusion, 
University ofMaine, Orono) 
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'Cohen, Marion Deutsche. - Dirty Details: The Days and Nights of a Well Spouse. 
Philadelphia, PA: Temple University Press, 1996, 167 pages, $49.95 hardcover, $16.95 
softcover. 

The first time my partner-- put his arm around me in· a hallway in -a university building, 
leaning on me for support while appearing to be merely romantically attached, I thought about the 
conflict between my identity as a feminist academic-and my role as his able-bodied partner. How 
was his mobility impairment at odds with my. desire to appear self-reliant · and professional in the 
workplace? I knew I could be angry with him or I could contemplate all the able-bodied precepts 
that might lead to a general misunderstanding of our stroll together down the halls of academe. -

Marion Deutsche Cohen's Dirty Details: The Days and Nights of a-Well· Spouse ·critiques 
· the general expectation that she provide unpaid ( and unrecognized) professional labor in the l. 

domestic sphere. She indicts a "conspiracy of silence" on this score - a conspiracy·that extends to 
friends, relatives, disability studies scholars, social workers, medical personnel, .· and government 
agencies: "My point is, this conspiracy hurts caregivers. It hurts our feelings. It hurts because it 
means that not only do we not get helped, we don't even get acknowledged" (p. 30). 

Unfortunately, Cohen's graphic depiction of her "horror" of her husband's care - the "dirty 
details" that she argues will make her family's "imprisonment" to his MS comprehensible - come 
across as sensationalizing and voyeuristic. Must anyone's life be reduced to the details of ""toilet"? 
Is this the truly revelatory event she finds it? Caregivers' demands for · recognition · and 
accommodation frequently rest upon such dehumanizing portraits of disabled individuals. Such 
premises are hardly credible and diminish the effect of Cohen's cries for assistance and ·attention 
for "disabled families." The fact is, a ·myriad of feminist goals remain in tension with those 
of the disability rights movement. Indeed, the Disability Rights Movement's focus upon the goals 
of independence and autonomy for people with disabilities frequently makes participants culpable 
of erasing caregivers and family members from a general picture of the· experience of·disability.. 
This stance has not been automatically supportive of able-bodied partners and mothers who have 
traditionally found themselves expected to "suffer in silence" as· thoroughly modern embodiments 
of that domestic "angel in the house"_ - one who operates deep suction equipment· as well as 
monitors ventilator alarms (all without monetary compensation or social recognition).· 

Whereas Barbara Hillyer's Feminism and Disability held the disability rights movement 
directly accountable for a general social indifference to· the efforts of mothers of children with 
disabilities, Cohen's memoir depicts the story ~f her liberation from the unbearable weight of her 
disabled husband. Like an exhibitor at a talk-show, ·Cohen presents· her "side"· in a poetical, _· 
graphic, and oppositional way. She details a "how I get him into the nursing home" story that 
counters the precepts of ADAPT and the Independent Living Movement. In it, she not ·only 
identifies with attendants against the unfair "whining" of her husband, she describes the "dirty ;. 

details" · of a domestic s~ene that resembles a little house of horrors. Furthermore, her chosen 
genre of confessional autobiography makes the reader feel like · an audience-member. at the 
antedated Geraldo show. After all, Cohen contends that her own victimization exceeds that ofher • 
husband. If caregivers' stories of victimization depend on an· insistence upon the true-to-life 
monstrous condition and behavior of people with disabilities ( Cohen even indicates that MS 
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brings out: obnoxious. traits that had been lurking in her husband all along), disability rights and 
caregivers' "needs" will remain at cross-purposes for a long time to come. 

(Sharon L. Snyder, English Department, Northern Michigan University, Marquette) 

Dansky, Steven F. Now Dare Everything: Tales of HIV-Related Psychotherapy. 
Binghamton, NY: The Haworth Press, Inc., 1994, 332 pages, $39.95 hardcover, .$17.95 
softcover. 

· For professionals working in the area of HIV/AIDS, for families dealing with all the 
ramifications of IIlV/AIDS, for lay people volunteering in the field .of HIV/AIDS, or for others 
who are interested in information about HIV/AIDS, this book is a must-read. While much of the 
content is not new, it is organized and put into an historical context that pulls th~ mcl:terial 
together in an easy to read, yet very informative framework. · 

A major asset of this book is Dansky's use of self. He describes his ~wn inner processes 
through his work with people. with IIlV in a therapeutic milieu. He also discloses his 
countertransference issues in humbling, real situations. He is an openly gay male with a strong 
feminist side·. In the introduction, Dansky states, "The self-reflective process has been painful for 
therapists" (p. 7). One can see the challenges to "conventional therapy" when working with this 
population; The boundaries and goals ofthe work are redefined. 

The introduction also gives a clear one-line description of each chapter. The first chapter 
discusses stigma and fear of contamination in history, with a Biblical view of homosexuality. The 
second chapter looks at HIV and sexuality. It includes an excellent depiction of homosexuality, 
specifically as it relates to the evolution of the HIV pandemic; other high risk affected. groups, 
such as intravenous drug users; and the biology and politics of HIV. The remaining chapters 
cover issues ranging from HIV antibody testing and disclosure to substance use, poverty, and 
homelessness, to sexual and emotional abuse, to sexism, racism, and homophobia, to suicide, and 
to support services, using case studies to illustrate the theme. 

Dansky has done a fine job addressing women and HIV. He openly admits that he, as a 
male, was not initially comfortable facilitating a women's support group. He does not glorify 
himself by thinking he can do everything for everybody. The author has also done a fine job in 
outlining clinical assessment, group and individual therapy techniques, biomedical . and 
psychosocial aspects ofHIV, and family/caregiver dynamics. 

"Now Dare Everything ... is part of a genre ofHIV art" (p. 7). 
(Abby Kovalsky, Licensed Clinical Social Worker, Disabilities Project Coordinator, Jewish 

Family and Children's Services, San Francisco, CA) 

Denzin, Norman K., and Lincoln, Yvonna S., eds. Handbook of Qualitative Research. 
Thousand Oaks, CA: Sage Publications, Inc., 1994, 643 pages, $95.00 hardcover. 

In the tradition of the handbook, this comprehensive and cross-disciplinary volume in· 
qualitative research aims to be a seminal work. To this end, it is a compendium of complex, 

• theoretical discussion on the major avenues of thought in qualitative research specified in terms of 
paradigms and perspectives and thetr application. These are located by the editors on an 
overlapping continuum, roughly paralleling twentieth century history, that stretches from 
positivist endeavors at objective measure grounded in the natural sciences to approaches · that · 

35 



subjectively incorporate the role of researcher to, last, emancipatory models including feminist and 
Marxist-based perspectives. , .·· . 

The Handbook·ofOualitative Research is·divided into six major parts:· Locating the Field 
(i.e., The Researcher as Multicultural Subject), Major Paradigms and Perspectives, Strategies of 
Inquiry, Methods of Collecting. and Analyzing £mpirical Materials, The Art of Interpretation, 
Evaluation and Presentation, and· The Future of Qualitative Research. Because of its complexity 
this volume will be best understood by and most useful to the seasoned researcher. 

,, The greatest contribution made by this ·Handbook to disability studies; a new discipline, 
may be that it · will encourage· and illuminate scholarly. discourse about the · various approaches 
toward 'qualitative research and the· perceived ··role ·of· the· researcher;· Intense discussion . may 
ensue. Many theorists of disability· studies subscribe. to an interpretive emancipatory perspective 
in the tradition of feminist and ethnic studies; however, there has also been : commitment to 
objective docurttentation of attitudes and discrimination;. As scholars espouse and articulate these 
different approaches, their discourse will help to advance the field of disability·studies. 

(Miriam Hertz, Institute on Disability and Human Development, The University ofIllinois· 
at Chicago) 

Ellis, Carolyn. Final Negotiations: A Stoty of Love. Loss.· and Chronic. Illness. 
Philadelphia, PA:· Temple University Press, 1995, 358 pages, $49:95 hardcover, $18.95 
softcover. 

· Carolyn Ellis' Final Negotiations is an 'ambitious project that includes: l) an 
autobidgraphical story of her relationship· with her graduate school mentor and · lover, Gene 
Weinstein; 2) a detailed account of his chronic and terminal illness; 3) a goal of estabHshing 
subjective sociology as a legitimate form of social scientific inquiry; and 4) an intent to engage the 
reader in feelings and relationships that social scientists neglect. Thus, this book has different 
purposes than most autobiographical pieces by social scientists. Most of the latter consist of 
reflections on their careers by senior statesmen. (Few women have been awarded: similar 
disciplinary status· or granted the privilege of completing book-length treatises on their 
reminisces.) Carolyn embarked on this odyssey in 1975 when she was 24, began taking notes 
during Gene's final illness in 1984, · and published the book in 1995. She calls herself "an 
ethnographer of my own experience." This book· is the story of a young wonian swept into 
ambiguities ofpassion and power, car~er-making and care-taking, and love and loss. 

The story of the· nine-year love relationship hearkens back to another era when public and 
pnvate relationships between professors and women students sometimes merged and often were· 
viewed as unproblematic. All the taken-for-granted power differences between an older 
established male professor and a young female graduate student· could ·n·ot mitigate the 
significance of health and disability. Carolyn received jarring lessons of what having ·emphysema 
meant within the first weeks of their relationship. Mucous plugs, coughing fits, shortness of 
breath, and the inability to walk could not be ignored. She· soon became Gene's help-mate; cover, 
comforter,' and care-taker .. · . -

What this· book chronicles so well is how dying with a disabling · chronic disease, such as 
emphysema, consumes the life of the partner as well as the person who has the disability; It is not 
an untroubled path to d~ath. To date, little of the literature has revealed how psychological pain, 
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disruption, and disconnection surround such dying, let alone all the logistical problems of 
managing physical care. Much of the literature portrays nurturing· help-mates and appreciative 
husbands working in synchrony to preserve his health and ease his dying. Relationships seem 
strong, even, and set; and collaboration is assumed. Not so here. Other alliances, threats, 
jealousy, and passion characterized the early years of the tumultuous relationship. Carolyn had to 
confront uncertain care-taking before having commitment to an unpredictable partnership. Gene 
had to confront not having Carolyn on his terms and possibly losing her as his health failed. Both 
of them had to confront the toll of wasting lungs and of failing physical prowess and mental 
competence. 

The disabling effects of chronic illness progress in different rhythms. But there are 
plateaus, actual and constructed. The hurdles conquered with one plateau reemerge in more 

• pronounced form in the next. Each plateau. adds its own ordeals. By the time partners adjust to 
one plateau, they may sink to the next. And this adjustment includes the care-giver. Thus, 
Carolyn found herself initially resenting visits from Gene's adult daughter, forced to adapt to his 
assistive devices, obliged to remain rational when his oxygen deprivation led to querulous and 
crazy behavior - until she adjusted and mastered each plateau. 

For me, the book reads as an excruciatingly honest account. However, some events are 
dramatized or fictionalized to fit the needs of the emerging story. But we do not know which, 
where, why, how, or to what extent. Fulfilling the needs of the story follows the best advice of 
practiced fiction-writers. But is that appropriate for social scientists? Remaining faithful. to the 
phenomena as experienced, albeit imperfectly perceived and recorded, seems a stronger tactic for 
establishing a legitimate subjective sociology. Whether or not the book succeeds as setting the 
course of subjective sociology, it does succeed as an insider's tale of living with a partner with a 
disabling, deadly disease. Carolyn Ellis has produced a chronicle of pain, hardship, and loss, but 
also one that may well reflect the exigencies of complex relationships. 

(Kathy Charmaz, Sonoma State University) 

Grodin, Debra, and Lindlof, Thomas R., eds. Constructing the Self in a Mediated World. 
Thousand Oaks, CA:· Sage Publications, 1996, 230 pages, $19.95 softcover. 

Written as an interdisciplinary text investigating how various media affect the construction 
of identity, Constructing the Self in a Mediated World offers a range of topics. 

The themes are split into four distinct categories: self and media content, self and media 
participation, relational selves and the mediated context, and the media self and inquiry. Among 
topics of discussion are postmodern notions of identity, cultural construction of identity, and the 
self as represented in various media ( whether it be television, the Internet, music, etc.). 

Disability studies or the construction of the identity of a person as a member of the 
.. disability community is not dealt with directly; therefore, this anthology· could be used in 

conjunction with existing texts written specifically on the disability identity. But before choosing 
this text as a supplement to other works the reader should be warned that several of the reports in 
this book may be irrelevant to much of the discourse in disability studies. 

Although it claims to be an interdisciplinary text, several of the pieces in this collection of 
research studies and essays are too specific in their discourse and allow little room for 
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reinterpretation .in a disabilities studies context or in any context other than the topic for which it 
was written. Chapter titles are mi~leadingly general. 

For example, "Parallel Lives: Working on Identity in Virtual Space," written by Sherry 
Turkle, seemed ·like it would discuss different aspects of the Internet. However, Turkle- dealt 
specifically with MUDs (Multi~user Domains), rather than the Internet as a whole. MUDs are 
designed as role-playing games in which one can construct an1 identity ·and act out that role as 
part of the game. People participating in MUDs know that it is only a game and that identities are 
completely constructed. Other aspects.of the Internet, however, are generally construed as "reaL" 

. But, in my personal experience, these, too, can be, and often are, fabricated. (For example, I 
have five different "personalities"/screen names, some more "true" than others.). Not only does 
Turkle minimalize this blur between "reality" and ..fantasy," she neglects other inherent properties 
of the Internet, such as its immediacy, its global realm, its fragmented coriununicatio·n, and, 
mostly, its relative anonymity. These elements. play a large .part in the construction of any Internet 
identity. 

(J. Puzon, Video Department, School ofthe Art Institute of Chicago, IL) 

Hamilton, John S.M. A House for Michael. Phoenix, AZ: Project Studio Press (P.O. 
Box 15297, Phoenix, AZ 85060-5297), 1995, 167 pages, $12.95 softcover; 

In his book, A House for Michael, Phoenix architect and. author John Hamilton tells a 
wonderful story in just 167 pages as he assumes roles in addition to designer and . residential 
project · coordinator. He actually narrates a story of great · commitment,. challenge, and 
perseverance. 

Accessibility in architecture has enjoyed some recent· prominence in light of the ADA 
(Americans with· Disabilities· Act, 1990). Although this piece of civil rights legislation has fewer 
implications in private residential design, it certainly establishes general design models. in its 
guidelines section (ADAAG). It is additionally rewarding to the reader when it is discovered that 
this project was completed several years pre-ADA. . 

. Even though Michael's house was built in the 19801s, it certainly reflects a high level of 
commitment to problem solving in areas of special needs. The client in this book, Michael, is a 

, I 

C6-C7 quadriplegic who, upon completing a lengthy -rehabilitation program, decides to make his 
dream of home ownership become a reality.· He further plans to stretch his independence to the 
limits when he buys a remote property in the Arizona mountains on which to build it. 

John Hamilton, his chosen designer, tackles the challenge of building a· totally accessible 
house in that remote area without benefit of electrical power or telephone service. Furthermore, 
the site is in an area that is barely· accessible via four-wheel drive vehicles. The property was a 
working cattle ranch when purchased by the client whose intent was to continue· in that same 
business. · · 

Although there are many obstacles in making this dream a-reality, they are overcome in a 
triumphant manner from the beginning with the establishment of a unique collaboration. For his 
part in the venture, the client is willing to gamble his financial "nest egg" in order to fulfill his 
dream - a dream which is enabling and will take him literally up to a new plateau of independent 
living. 
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Early in the pr¢~de~jg~ phase of the project, Hamilton seems to grasp an understanding 
that designing for· a person with a disability and undertaking a quest for functional accessibility do 
not have to allow mediocritt.to prevaiL He further seems to know that problem solving in good 
design must include attention to· aesthetics while strongly considering the importance of· human 
factors in design (who will live in.the space and the activities in which he or she will be engaged). 

It is my personal opinion that DSQ readers, especially, will gain some very important 
insight into the process necessary in making living spaces for persons with disabilities as enabling 
as possible. while· never losing sight of the same quest . for improved quality of life that. is 
undertaken by all. . · . . . ·• . · . · · · 

A project such .as this is also a good argument in favor of allowing some individuals with 
disabilities such as C6-C7 quadriplegia to live .independently of costly attendant care when at all 
possible. Michael's home certainly made that choice a personal reality. In no segment of his book.. 
does John }Iamilton. mention .specific costs for this project;. He does, however, say, "In my 
·experience building costs on a house for a physically disabled person are ·usually only· slightly 
higher than normal" (p. 165). 

In· A House for Michael, the building of Michael's dream home becomes a ~etaphor for 
the rebuilding of a life after a severe, disabling· . accident .. stone-by-ston~ and challenge-by-
challenge. That is truly the underlying theme of this book. . The author's vivid .,Arizona 
Highways" style of describing the natural beauty surrounding the c~:mstruction site makes reading 
A House for Michael even more enjoyable. 

John Hamilton. admits to knowing little about spinal cord injury before he decided to 
accept the challenge of building Michael's· dream home, but he did his homework and the written 
account. of that journey' chronicles the joint venture which. ultimately led to an overwhelming 
success. for both parties. 

As a professional designer who is a paraplegic, I can certainly commend the efforts ofboth 
Mr. Hamilton and Michael in presenting a very accurate account of the kind of teamwork that is 
needed in order to ensure a high degree of success in such a project. I am also reminded of being 
a presenter at the 1995 Society for Disability Studies ·conference in Oakland, California, at which 
'time the subject of "universal design" in architecture was the topic; Even though John,Hamilton 
does not claim to be an aspirant to that concept, he certainly demonstrates .several elements in A 
House for Michael which was. actually finished before the. term "universal design." was known to 
most. 

·Michael made his "breakthrough" after long and tedious rehabilitation and. I believe Mr. 
Hamilton also broke through to a higher level of understanding in his own personal study of his 
·client with a disability ·and in the total success ofthis project. 

(Michael L.N; Shannon, UniversaIDesign Consultant, San Luis Obispo, CA) 

. The International League of Societies for Persons with Mental Handicap. Just Technology? 
From Principles to Practice in· Bio-ethical Issues. North York, Canada: L'Institut Roeber 
Institute (Kinsmen Building, York University, 4700 Keele Street, North York, Ontario, Canada 
M3J 1P3); 1994, 180 pages, $18.00 (U.S.$), $24.00 (Canadian$), spftcover .. 

This book is actually an issue paper based on a. series of international forums sponsored by 
the League between 1988 and 1992 to discuss trends in bio-technology and related ethics 
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questions from a disability perspective. The first several chapters discuss the geneticization of 
human rights issues and principles· of justice. · There are three working papers on the issues of 
Genetic Counselling, Prenatal Diagnosis and · Selective Abortion; Withholding Tr·eatment; and 
Reproductive Technology. 

It would be unfortunate to pass by this book on social justice if one is deterred by the non-. 
PC use of the term "mental handicaps." Certainly, an· internation.al effort. is going to have varied 
language. We Americans are in no piace to judge as we have not been as successful as some of 
our European counterparts in galvanizing the general disability community on issues of genetic 
technology. The message is more important than the word. · 

The first chapter Overviews some of the risks inherent in genetic technology. There are 
discussions questioning the values driving scientific research, and the assumptions on suffering, . 
personal qualities, and genetic factors. The genetic model of disability, like the medical model, 
diverts attention and resources from eliminating structural, social~ and systemic barriers and from 
the greater · cause ·of disability: . .. abuse, environm~ntal ·hazards, lack. of basic food, shelter, 
healthcare, etc. Genetic technologies such as in-vitro · ~ertilization and prenatal .diagnosis lead to 
geneticization of pregnancy, where children are products of conception, -making it easier to think 
in terms of quality control. There are: many concepts introduced . here that have been discussed 
and analyzed in academic journals by some of the best minds in disability studies, but here they are 
tied in together in an acces·sible format:· ideas on valuing diversity and· accommodating difference;. 
disability as individual pathology as opposed to the social and environmental approach; 
reinforcing discriminatory attitudes toward . the people with disabilities who will exist anyway; 
justification for the eroding of funding support services; social, medical, and economic pressures 
limiting the woman's ability to exercise true choice and self-determination; an acknowledgment 
that science and technology are not inherently neutral, and that how technologies are employed 
depends more on the intentions and views of people employing them than on the values and 
intentions of those who discovered them. 

The second and third chapters discuss ethical principles which should be in place prior to 
new developments in bio-technology. The League proposed the following principles · as a 
framework for ethical evaluation of genetic technology and its use: justice, non-discrimination, 
diversity, and autonomy and informed decision making. Persons with disabilities and their 
advocates, as experts in disability, should have true input into such evaluation. After.all, scientists 
and ethicists are experts in science and ethics, not disability. Sonie staunch disability rights 
activists, against any use of prenatal diagnosis, may disagree with the emphasis on autonomy. In 
theory, it is balanced by the principle of informed decision-making. 

This is one book where the appendices are as substantive as the m~in text. For instance, in 
the "Working Paper on Genetic Counselling, Prenatal Diagnosis and Selective Abortion," an 
important distinction is drawn between genetic counselling and prenatal counseling. Genetic 
counselling is non-directive counselling for ·purposes of family -planning prior to pregnancy, but 
during pregnancy it should be more accurately thought of as prenatal diagnosis. The general 
principles for counselling in this section and the attachments provide the kind of information that 
one can give to genetics professionals who shake their heads at the disability rights activists and 
ask, "So what do you want us to tell the mother?!" 
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This is a good primer on the increasing. effect of genetic technologies on the disability 
community, with a slight emphasis on mental disability, although the principles are the same as 
with all disabilities. · 

(Ruth Ricker,: Genetics Ethics Coordinator and Past President, Little People of America; 
Board Member, Council for Responsible_ Genetics) 

Jackson, Vera R., ed. Volunteerism in Geriatric Settings. Binghamton, NY: Haworth 
Press, 1995, 106 pages, $29.95 hardcover, $14.95 text (5+ copies). 

While there are no -visible fences that surround the adult day care· centers .and ·.nursing 
homes in our communities, most of us stop only if we have a friend or family member for whom 
the institution is "home." · This collection of nine . brief essays, edited by a social worker and 
specialist · in "ethnogeriatrics," is designed to assist those who would have. more of us stop on a 
regular basis and participate in volunteer programs in nursing homes and in senior and. adult day 
care centers. In order to recruit volunteers "with. staying power" (p. ·15), the authors of essays in 
this· volume advocate a variety of programs intended (I) to foster ongoing, caring,· mutually 
beneficial . relationships between individual residents and volunteers,· and (2) to generate a 
volunteer pool that is diverse - in religion, ethnicity, age, and socio-economic background - · and 
that includes residents themselves. 

The more theoretical contributions to this collection include "The Nature of Caring. in 
Volunteerism in Geriatric Settings" in which authors Dancy and Wynn-Dancy explore caring as a 
complex developmental process between persons requitjng knowledge, humility, and listening 
skills. In another essay, Melissa Duncan argues for considering the "needs of volunteers first" (p. 
15} .· and providing them with education about aging and training in communication. Vera 
Jackson's contribution links successful ·. programs to a "concordant" management style (p. 17). 
She identifies ways in which activity directors can improve their managerial skills and she 
encourages tho~e not really suited to the job to bow out. 

The five contributions under the rubric "Creative Programming" · describe specific 
''programs for· community volunteers and residents in senior housing· or nursing homes. Janet 
. Ragno reports on "Volunteers of the Spirit," a program designed to·~ddress the spiritual.needs of 
nursing home residents that includes volunteers from different religious denominations, residents, 
their families, friends, and staff. Acknowledging that limited fund~ and insufficient, overworked 
staff characterize many of the institutions caring for elderly people in this country, Gwen 
Waggoner describes-~- program that links carefully selected, trained, and supervised teenaged 
volunteers with individual residents in senior housing, adult. day care; or nursing homes. Other 
essays in this section describe programs ·using foods, gardening, and exercise as focal activities .for 
resident-volunteer interaction. In "Reciprocal Volunteering: Nursing Home Resi<;lents and the 
Homeless" Ella Hairston describes a program that "enable[s] two underserved populations to 
fulfill a few of the basic needs ofeach other despite societal perceptions that each has very little to 
offer" (p. 95). Unfortunately, the individual essays in this Volume are uneven in quality and .. emphasis; one reads like a recipe, another like a review of the literature, and another is rich with · 
ideas that cry out for more elaboration. 

The narrow focus of Volunteerism in Geriatric .Settings limits its value for the general 
DSQ reader. It does invite us - sometimes explicitly and sometimes by omission - to think about 
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community response to the needs of persons who have age-rel~ted disabilities or chronic illness. 
It does not, however, include a framework within which to consider some larger issues associated 
with the kind of volunteer work advocated here. Mentioned, but not explored, are: · .(I) the 
tensions that can arise when volunteers work with paid staff; (2) the chronic fiscal problems of 
most geriatric care facilities and the marginal positi~n to which anything "non-medical" is often 
assigned in a health care institution especially when it comes to funding and staff positions; (3) the 
problem of an institutional culture that is sometimes hostile to "outsiders"; and ( 4) the ways in 
which the deep-rooted ageism that characterizes our culture affects the overall.· structure of care 
for persons with age-related disabilities. ·There is no mention, for example, of the possibility that 
volunteers may be used, particularly in for-profit institutions, .to make up for inadequate staffing .. 
Nor is there discussion of how just the presence (eyes and ears) ofvolunteers from the community 
· can make institutional managers more attentive to the voic~s of residents or how knowledge 
garnered from volunteer experience can. serve as a basis (not a substitute) for advocacy both 
within_ a particular setting and at the public policy level. 

Unlike hospice programs which require evidence of a specific percentage· of contributed 
labor per year in order to be accredited, nursing homes have no ·such spur .to encourage and 
· sustain ongoing· interaction between· residents and· persons from the surrounding community. 
Despite this volume's limitations, it does serve as a reminder that there are a number of reasons to 
knock on the doors of the institutions where some of our elderly neighbors live and not to wait for 
a special invitation. . 

(Peggy Carey Best, Ph.D., Graduate Liberal Studies Program, Wesleyan University, 
Middletown, CT) 

Kagawa-Singer,. Marjorie, Katz, Phyllis A., Taylor, Dalmas A., and Vanderryn, Judith 
H.M., • eds. Health Issues for Minority Adolescents. Lincoln,· NE:· University ofNebraska Press, 
1996, 273 pages, $35.00 hardcover. 

The editors, an anthropologist and three psychologists, should be congratulated for 
piecing together this needed book. This fine volume offers a wealth of statistics, narrative 
descriptions, and opinions about the physical, social, and emotional health of our youth. In their 
attempt to dispel the notion that adolescents and low income. ethnic minorities cause the majority 
of their own health problems, authors from. a variety of specializations examine popular myths and 
ideas about adolescent health. Even though the authors acknowledge and delineate the variation 
between and among members of groups, ·it quickly becomes clear that limited medical resources, 
discrimination,. alienation, and poverty serve as barriers to improved health for the majority of 
ethnic minority adolescents. These conditions. purportedly reflect the actions of the government, 
the general public, and the directors of programs who assert a mentality of "fixing the symptoms" 
coercively. In contrast, the authors offer strategies for long-term healing. 

In addition to an overview of the relationships between poverty and health, there are 
specific chapters on Black, Latino, American Indian, Asian Pacific, and Native Hawaiian . 
adolescents. Unfortunately, as all the authors note, the data base· concerning minority adolescent 
health status is extremely narrow, especially for Latinos and Asian Amedcans.' Although there are 
not chapters that · address disabilities or chronic illnesses per se, each chapter notes the different 
conditions which appear to be prevalent among members of the described minority. For instance, 
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"The Health of Latino. Youth" has sections on the evidence for and the consequences of asthma, 
diabetes, cardiovascular .ailments, sexually-transmitted diseases, and injuries. 

These chapters are followed by 1) an examination of the impact of federal policies on the 
health of ethnic minority adolescents and 2) recommendations to improve the health of persons in 
these groups. These latter essays, in particular, challenge the reader to question popular attitudes 
concerning adolescent health behaviors and to develop prevention and education projects and 
protocols. 

Each chapter is chock full of citations and resources that serve as a fine substitute for an 
adolescent health "Yellow Pages. 11 Most importantly, the concluding two chapters detail the 
spiderweb-like connections between federal programs and agencies and services through fiscal 
year 1995. · 

Upon reading this seminal work future scholars and policy makers should be motivated to 
investigate the prevalence and consequences of disabilities among ethnic minority adolescents. 
Moreover, we might ask what members of these groups define as their needs. Additional 
ethnographic and sociological studies of youth will enable us to base our analyses on in-depth 
observations and interviews rather than mainly on available statistics. Such descriptions would 

. augment this text that offers little voice to individuals. 
I urge anyone interested in the topic ofadolescent health to acquire this book. 
(Diane Weiner, Ph.D., UCLA American Indian Studies Center) 

Kraft, George H., and Catanzaro, Marci. Living with Multiple Sclerosis: A Wellness 
Approach. New York, NY: Demos Vermande, 1996, 103 pages, $13.95 softcover. 

This book is adapted from the question and answer format of a teleconference presented 
throughout the country by the National Multiple Sclerosis Society~ The theme of the conference 
was positive approaches to chronic illness . through self-care behaviors. The leaders of the 
conference were the co-authors of this book, two noted clinicians in multiple sclerosis; Dr. Krafts, 
a physiatrist, and Dr. Catanzaro, a nurse clinician, have had extensive experience in neuro-
rehabilitation in multiple sclerosis. This work summarizes their responses and capsulizes their 
expertise in this field. . 

The preface of the book emphasizes the need for· control in one's life with or without 
chronic illness. It stresses the necessity for wellness activities with a strong suggestion that each 
person needs a wellness program which includes the involvement of appropriate healthcare 
professionals at appropriate intervals. · 

Divided into . seven sections with relevant chapters, this rather · short book contains a 
wealth of information. The sections include the causes and course ofMS, symptom management, 
wellness management, emotional health, disease treatments, social aspects, and financial burden. 
Each chapter is short (usually one, two, or three pages) and is presented in a question and answer 
format. The questions selected were those which were most commonly asked during the 
teleconference which took place in May 1994. Each section begins with a brief overview of the 
topic and introduces the theme. A wide range of topics is addressed including balance problems, 
bowel and blad~er dysfunction, fatigue, tremor and spasms, weakness, memory_ and cognitive 
prob\ems, the effect of temperature on symptoms, MS and other disease conditi?ns, fatigue, 
depression, and coping. 
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There are two appendices. Appendix A is a current list of exercise videos which are 
available for home use; Appendix B is the U.S. Department of Agriculture/U.S. Department of 
Health and Human Services guide to current food choices. 

This book is a good .resource for people with MS, their families, and healthqare 
professionals such as nurses, counselors, an:d health educators; It is well-written· ·and concise. 
The questions embr3:ce a broad spectrum of consumer concerns and the answers are ,concisely 
written, to the point, and applicable to everyday life. They serve to dispel myths, to clarify 
mysteries, and to point out the realities of multiple sclerosis. For example, the question about the 
·relationship of nutrition to exacerbations ofMS is followed by one regarding hormonal mediation 
of stress and its relationship to disease course. ·The authors are careful to point .out throughout 
the book that, whereas wellness behaviors are desirable both from health-state and control 
perspectives, one cannot expect an:alteration of the disease based on these behaviors: Whai one 
can expect is a state of wellness in light of an alteration in ·one's health state. Dr. Catanzaro and 
Dr. Kraft-provide scientifically-based and succinct answers to the questions posed. 

The longest chapter (seven pages) relates to exercise and multiple sclerosis. The questions 
asked focus on the best exercises for people with MS and the value of aerobic exercises, energy 
conservation, cardiovascular fitness, weight management, and symptom-specific programs. This 
particular chapter is extremely· well written and, in and of itself, provides . a much-needed 
clarifi~ation of the value of exercise for persons·who have MS. Until recently, people with MS 
were advised to modify their activity and to rest a· great deal. Recent research has disproved. this 
theory and this chapter will help many people re-evaluate their activity program in light of this 
new information. 

Another fairly long and well-written chapter is that on nutrition. The authors clarify 
misperceptions of the role of diet to disease course and they discuss the value and potential risks 
of restricted regimens. Vitamins, antioxidants, and other supplements are explained to the reader. 
The authors' responses are based on current research as well as on clinical experience. 

This reviewer also found the chapter on immunotherapy well written. · The authors provide 
a thorough overview of current. research, contemporary therapy, and potentially helpful agents 
which may be approved in the future. This chapter is followed by one on alternative therapies~ a 
recent addition to the MS scene. An overview ofcurrent trends with comment by the authors will 
prove helpful both for people with MS and ·for healthcare professionals who are faced with 
treatment options which lie outside accepted medical practice in the United States. 

Living with Multiple Sclerosis: A Wellness Approach is a short but.·well-written book, a 
valuable addition to libraries on multiple sclerosis and chronic illness. Its language is clear, the 
questions are relevant,· the summaries reflect the· content of each chapter, ·and the m~terial it 
covers will prove of value for manyyears . .It would be helpful if future teleconferences could be 

· summarized in such a format allowing those who are :unable to participate to review the 
proceedings and proviqing attendees with a permanent record. 

This reviewer recommends this book with no reservations. I see. it serving as an ongoing 
source of information ~s well as a reference book for patient, family, and professional education. 

(June Halper, MSN, RN, CS, Administrative Director, Consortium of Multiple Sclerosis 
Centers, and Executive Director, Bernard W. Gimbel Multiple Sclerosis Comprehensive Care· 
Center, Teaneck, NJ) · 
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Longhurst, Nancy Anne. The Self-Advocacy Movement by People with Developmental 
Disabilities: A Demographic Study and Directory of Self-Advocacy Groups in the United States. 
Washington, DC: American Association on Mental Retardation, 1994, 69 pages, $21.95 
softcover. · 

Beginning in Sweden in the late 1960s and first appearing in Canada and the United States 
in the early 1970s, self-advocacy organizations for people with intellectual disabilities have been 
gaining momentum ever since. Given the positive feelings that most people tend to have towards 
self-advocacy, a study which seeks to increase our knowledge in this area is certainly welcome. 
However, while thi·s study certainly presents some interesting data, it would be stronger and more 
compelling with more critical analysis and greater depth in exploring some of the implications of 
the findings. The first part, and the largest part, of this publication is a 
survey of groups which identify themselves as self-advocacy groups. Information about these 
groups was obtained through survey questionnaires and follow-up post cards sent to some 505 
self-advocacy groups identified from a variety of sources. In total, data .were collected from 271 
self-advocacy groups. A great deal of information is presented about the groups and their 
members including gender, marital status, age, ethnicity, years involved, previous experience with 
self-advocacy, residence (whether in institution, large or small group home, family, etc.), 
employment (e.g., supported employment, sheltered employment, school, etc.), disability, group 
activities, members outside, group size, and age of group. From this we learn that membership is · 
evenly divided between men and women and that the "typical" member is single, 21-3 5 years old, 
of European descent, lives in a small group home. in an urban environment, attends a sheltered 
workshop, and has an intellectual disability. The most predominant current group activity is 
"individual advocacy" and the most :frequent outside activity is recreation. The mean size of 
groups is just over 24 and the average group has been in existence over five years. Other data are 
provided as well including, for example, the distribution of responses on a state-by-state basis, a 
comparison of current and future primary group activities, the functions carried out by state 
advocacy offices, and · the relationship between specific member characteristics and group 
activities. 

While some interesting discussion about these findings is presented, this is largely a 
descriptive study rather than an explanatory one. In a few instances, where an interpretation of 
the data is provided, the conclusions are somewhat puzzling. Why does the presence of two or 
more disabilities in a sizeable proportion of respondents discredit "critics' claims that only people 
with mild disabilities are involved in the movement" (p. 26)? Why is the fact that the majority of 
groups meet in service settings evidence that "the social service system has been instrumental in 
facilitating the development of self-advocacy groups" (p. 27)? Perhaps the central issue here is 
that, overall, the tone of the study is one . of general acceptance towards the self-advocacy 
"movement" as it currently exists and no critical analysis is provided. Thus, rather than exploring 
some of the deeper fundamental questions as to why self-advocacy is so tied to the human service 
system and the implications of this, the reason why so many of the activities of self-advocacy 
groups have little to do with advocacy, or the kinds of supports that are needed in order to enable 
people with disabilities to effectively advocate, the study communicates a general sense of 
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confidence that things are moving in the right direction and will continue to· develop over time. 
Not everyone is as confident. -

Nonetheless, those· connected· with or curious about self-advocacy will find this study of 
some interest even if they do not always agree with the interpretations provided. The second part 
of this publication, the directory referred to in the title, is exactly that. It will be of use to those 
interested in contacting groups across the country. 

(Judith Sandys, Ph.D., Ryerson Polytechnic University, Toronto, Canada) 

Makas, Elaine, and Schlesinger, Lynn, eds. End Results and Starting Points: Expanding 
the Field of Disability Studies. Portland; ME: The Society for Disability Studies and· The 

!~ 

Edmund S. Muskie Institute ofPublic Affairs, 1996, 334 pages, $25.00.· 
(Editor's note: At the request of Elaine Makas - one of the editors of this book and the 

Book Review Editor of DSQ - the Editor solicited the following book review. Ordering 
information for this work is provided below under Announcements.) 

Shortly after the passage of the Americans with Disabilities· Act in 1990 a number of 
articles· and analyses were published which chronicled the rise of the disability rights movement 
and the various forms of isolation and discrimination endured by· Americans with disabilities. 
Fortunately for social science students and. researchers, the annual proceedings of the· Society for 
Disability Studies provide a continuous update on the pulse of issues and activities that impact 
people with disabilities in North America. · 

· The newest edition of the proceedings; End Results and Starting Points: Expanding the . 
Field ofDisability Studies, which contain the presentations made at the 1994 SDS conference, is a 
ve~ table feast of analyses and summary of the state of disability-based social science research. 
The 334 page volume provides a glimpse into issues ranging from health care reform_ and people 
with disabilities and the state of ADA compliance, to sociological constructs which impact. the 
interpretation of diabetes which is. common among the Luiseno indian tribe in San Diego County, 
California. 

End Results is comprised of 53 papers which have been grouped into 11 sections which. 
focus on themes such as "The Power of the [Disability] Community as an Agent of Social 
Change" and "Acknowledging Challenges to Self Determination and Increasing Access to 
Services." While scholars seeking detailed analysis and disability research may at first blush be 
disappointed with the volume, as most of the papers are · summaries of the actual research, End 
Results.· ·provides a rich overview of the state of current disability research and a wealth of 
contacts and bibliographic resources which can provide acgess to the original studies and previous 
research. · 

Although a few of the papers lack sufficient detail and scope, some of the sections provide 
valuable information which expands the boundaries of current disability research. The sections 
which particularly convey the state-of-the-art in disabjlity-based thought and analysis are: 
Chapter 3, "Cultural Differences in Response to Disability" which provides intriguing insights into 
multicultural responses to people wit~ disabilities; and "Challenges to Self-Determinationtlwhich • 
provides an important look at the issue of "do not resuscitatell orders on children with disabilities 
and on abuse of people with disabilities by personal care attendants. . · In addition, sections 
addressing issues regarding self-definition and support and the power of the disability community 
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as an agent of social change include compelling works on methods of seeking and developing self-
support and disability-culture, community and social change. Finally, the sections on the ADA<. 
and access to services collectively provide a good overview· of the policy issues facing · the 
disability community as it heads into the 21st century. 

What End Results lack in depth it gains in breadth and scope. It is a valuable tool for 
disability students, scholars, activists, and anyone wishing to learn more about Americans with 
disabilities today. 

(Randy Davi.s; Evan· Kemp Associates, Inc., 9151 Hampton· Overlook, Capitol Heights, 
l\.ID20743) 

Martin, Lawrence L., and Kettner, Peter M. Measuring the Performance of Human 
Service Programs. Thousand Oaks, CA: Sage Publications, 1996:-·J38 pages, $17.95 softcover. 

This small "how-to" volume on measuring the activities and outcomes of human service 
programs is a book for the times. Filled with lists, references, and other guides, it provides a 
condensed road map for those who may need to report service outcomes to funding or 
contracting, agencies. The authors build their presentation around a model from the Government 
Accounting Standards Board called. service ·efforts and accomplishments reporting (SEA); They 
argue that all funded human service programs will soon be required to engage in such reporting 
under the 1993 Government Performance and Results Act. The SEA performance evaluation 
model focuses on obtaining output performance measures, quality performance measures, and 
outcome performance measures. Martin and Kettner first define each of these terms and then 
describe four methods ,for obtaining data useful for performance measurement. Each method is 
described in a separate chapter with its rating on criteria such as utility, validity, precision, and . 
cost. 

There is nothing specific to disability in this small text. However, administrators in human 
service programs. that serve people with disabilities will undoubtedly be required soon. to do· the 
type of performance outcome reporting described in. this book. For those new to this type of 
analysis; the succinct style, ample use of case illustrations, and references should. be quite helpful. . 
The brevity of presentation, however, does gloss over some. important methodological issues. 
Readers are given little insight into how to determine the link between cause and measured 
outcome. Data quality. and measurement error are also ignored as are the· problems with client 
satisfaction. surveys. The techniques presented' in this book may produce exactly the type of 
information the program accountants want. I found ,myself wanting a mo.re theoretical and 
, insightful approach to understanding program performance and outcome. 

(Nancy R. Mudrick, Professor, School of Social Work, Syracuse University) 

Miles, Matthew B., and Huberman, A. Michael. Qualitative Data Analysis: An Expanded 
Sourcebook (2nd Ed.). Thousand Oaks, CA: Sage Publications, Inc., 1994, 338 pages, $32.00 
softcover. 

This book is an excellent companion to the Handbook of Qualitative Research, edited by 
Denzin and Lincoln (reviewed above). Whereas the Handbook provides a comprehensive, largely 
theoreticaLoverview of the subject of qualitative research, including the several paradigms and 
perspectives, Qualitative Data Analysis investigates a subtopic so named. In the latter, the 
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theoretical framework is presented in the first chapter (the Introduction) ,along with the authors' 
subscription to an orientation: of transcendental realism. There follows an , emphasis on a 
meticulous explication of practical analytic procedures that transcend philosophical differences in 
qualitative design and methodology. · 

Following the Introduction, Qualitative Data' Analysis has chapters ,on "focusing and 
bounding," the process of data collection; procedures for initial analysis; various techniques for 
data display; guidelines for drawing and verifying conclusions; ethical issues; and the reporting of 
findings. This book is especially strong in the application to qualitative r_esearch of matrix 
analysis; it includes several chapters on the utilization of within-case and cross-case displays in 
both matrix and network formats. An added bonus is the focus on computer use which includes 
an appendix on criteria for choosing among qualitative analysis packages. 

In Qualitative Data Analysis, researchers in the field of disability studies will find a 
thorough explication of analytic procedures that is easy to read and use. 

(Miriam Hertz, Institute on Disability and Human Development, The University of Illinois 
at Chicago) · 

Myrick, Roger. AIDS. Communication. and Empowerment: Gay Male Identity and the 
Politics of Public Health Messages. New York, NY: Harrington Park Press, 1996, 141 pages, 
$22.95 hardcover. 

Following in the footsteps of Cindy Patton's FATAL ADVICE, How Safe Sex Education 
Went Wrong (Durham, NC: Duke University Press), Roger Myrick, an Assistant Professor in the 
Department of Communications at · Auburn University in Auburn, Alabama, has authored an 
academic, out of touch, and puzzling volume; After revealing in the preface "that one of the most 
dangerous culprits in the proliferation of IDV/AIDS is institutional power that exists through the 
process of labeling and fixing identity" (p. ix), the author attempts to reveal in six chapters: a 
construction of the homosexual as subject according to Michel Foucault, recent histories of 
sexuality and their relevance for gay identity, contemporary cultural analysis of constructions of 
gay identity in representations of AIDS, the cultural construction of the general public in a 
national public service announcement health campaign, and the cultural construction, of marginal 
identity in community-based AIDS/HIV education. .· 

Said to be ~ased on the intellectual constructs of Foucault, a gay man who died of AIDS, 
the book is frustrating in its simplistic and dated speculations. Perhaps I intuit too much from the 
fact that Foucault himself never turned his particular way of seeing the world upon his own battle 
with HIV disease, for, if ever there might have been an author to do so, he, we hope, would have 
written a more accessible, understandable, and meaningful book. 

As with Cindy Patton, Myrick is so preoccupied with the cliche of deconstructionist 
language that he hides whatever. content there may be in a deep jungle of inaccessible chatter. · 

Yes; HIV has made permanent the visible introduction of death into a society .rooted in 
denial and illusion, a society equally uncomfortable with open discussions of pleasure, sex, and, 
yes, homosexuality. But, from the perspective of this reviewer, the heartfelt response to the HIV 
epidemic from the community which was first and most deeply affected deserves better treatment. 
What other response to a public health threat has changed so much behavior so fast? What other 
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communities organized so effectively together to respond to a communicable disease first and 
most deeply affecting this society's most vulnerable populations? 

Myrick claims his book to be about a theory of power. It may be, but what audience is 
interested in his speculations and projections? From where I stand, in the front lines of IIlV 
prevention field outreach work, there· is little for me in this volume. 

Despite the terrible challenges and numbing losses from mv, I am not aware that gay men 
have given .away their power; rather, they have heroically responded. Nor am I one to bash the 
historical efforts of grass roots prevention education which raced first of all to spread protection 
information as widely as possible. But, as the epidemic continues, the early prevention education 
models are giving way to deeper intervention approaches which combine information with skills 
development, assessment of environmental issues, and attitudes and beliefs which determine 
choice-making. The pioneering work in behavioral science spearheaded by Jeffrey A. Kelly 
(Changing HIV Risk Behavior/Practical Strategies) points to a long overdue analysis of how 
information alone is unable to stop the spread ofHIV disease. 

Professor Myrick has written a very heady work based on the assumptions that power was 
given away by the gay male population and that external verbal definitions produce a reality more 
important than the silent heartfulness of those working so hard to stop the spread of HIV disease 
and to understand the profound effect so much loss is having on this culture. Books including . 
Reviving the Tribe by Eric Rofes, In the Shadow of the Epidemic by Walt Odets, and HIV-How 
the Uninfected Are Affected· by AIDS by William I. Johnston provide clear and encouraging 
contrast to Professor Myrick's dusty academic filter. 

(John Holverson, Director ofPolicy & Program, The AIDS Project, Portland, ME) 

Radomsky, Nellie A. Lost Voices: Women. Chronic Pain. and Abuse. Binghamton, NY: 
Harrington Park Press, 1995, 135 pages, $29.95 hardcover, $12.95 softcover. 

After several years of practicing medicine as a family physician in Alberta, Canada, Dr. 
Nellie Radomsky noticed that women presenting with chronic pain to her office often refused to 
get better despite the many tests and treatments they had been given. After embarking on an 
exploration of some of these women's lives, she found many had a long history of abuse and 
powerlessness. When their voices were listened to and when the abuse issues were addressed, 
their · chronic pain often became less of a focus in their lives and they became individuals with 
much more self-knowledge and expression. 

These experiences challenged Dr. Radomsky to rethink her approach to women with 
chronic pain and, indeed, started challenging parts of the reductionist and· objective thinking 
model she had learned in her medical training. Though her training taught her that the connection 
between abuse and chronic pain existed, she was not taught how to work with these women in her 
practice. That approach she learned directly from her patients and it is that journey which is the 
focus of the first two-thirds of her book. 

In the last third of her book, Dr. Radomsky explores ways in which women with chronic 
pain and their physicians can work together to approach the issues facing them using the best of 
the rational medical model and incorporating the strengths from the silenced intuitive feminine 
voices in our culture as well as from the women themselves. 

49 



Both health care practitioners trained in the medical model and women with chronic pain 
will benefit from reading this very thoughtful book. Particularly · as we evolve from a .. medical 
model to a health model in American medicine,. insights from practitioners such as Dr. Rad.omsky 
are important in helping -us shift our approaches and thinking about difficult issues such as chron~c 
pain and abuse ofwomen. 

(Dora Anne Mills, M.D., Wilton, ME) 

Sclove, Richard E. Democracy and Technology. New York, NY: The Guilford Press, 
l995, 338 pages, $42.00 hardcover, $18.95 softcover. . . 

The thesis of this book is simple: technology affects large numbers ,of people through its 
intended results and unintended consequences, but rarely do large numbers· of people have any 
input into the development of technology or the value judgments that lie behind it. Drawing from 
many studies in many disciplines, the author develops a theory ofwhy democratic development of 
technology is imperative and · how such democratic participation · might work in practice. 
Unfortunately, the book is not one that is democratically accessible. Sclove assumes that the 
reader has a high level ofunderstanding of the physical, social,. and poljtical scie~ces. The book is 
heavily referenced with each chapter having from · fifty to well over one . hundred notes. This 
makes it. an excellent resource for. a serious researcher, but a very difficult read for most people 
including this reviewer. . . 

The relevance to disability studies is that, for once, . people with disabilities have been 
included in a non-disability book. Again, unfortunately, the references· to people with disabilities 
are few and relatively superficial. In what amounts to no more than· a. few paragraphs scattered 
thrqughout the book, the author . does comment on the often repressive nature of technology 
~eveloped by the nondisabled. w·orld and compliments people with disabilities for organizing to 
produce barrier-free technology: It is a shame he did not see fit to expand upon these. ideas in 
more detail. . For, as Sclove says· on page 195, "In terms of . . . their impressive success in 
articulating their concerns and in organizing to democratize technological orders, haven't 
physically disabled citizens outdone every other minority and the able-bodied majority too?" 

(Paul Bilzi, Access & Training Consultants, Denver, CO) 

Seltzer, Marsha ·M., Krauss, Marty W., .Janicki, Matthew P., eds. . Life Course 
Perspectives on Adulthood and Old Age. Washington, DC: American Association on Mental 
Retardation, 1994, 239 .pages, $35.00 softcover: 

The graying of America: is occurring across all socioeconomic groups and across all levels 
of ability and disability. · The information in Life Course Perspectives on Adulthood and. Old Age 
provides an excellent base for understanding the situation of one particular segment .of the 
population: aging adults with mental retardation and their families. Although the authors who 
contributed to this book are well-known in the field of disabilities, these are not rehashed pieces 
from the past. Each· chapter offers new information to the reader and then concludes by 
describing some of the· implications fof practice, policy, and research. . · 

The first section of the book focuses on families as caregivers _some of whom are outside 
any formal service provision networks and, therefore, unknown to the service system. 
Throughout these three. chapters warnings are raised regarding the lack of adequate planning by 
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families and . by service providers. The result of this fail~re to prepare for the future will be 
unnecessary trauma for the older adult with mental retardation who may be forced into a nursing 
home or who may be shifted to several temporary settings until a satisfactory, . permanent 
arrangement can be made .. 

The second section of the book examines individuals with mental retardation. This is the 
most positive· part of the book as it focuses on older adults' tendency to improve their _social skills 
and their abilities to manage . their lives. The point is made that older , adults with mental 
retardation, by simply surviving to old age, have become more like their nondisabled peers. It is 
not unusual for an older person to forget where an object was placed nor does it seem odd that 
the person would rec.eive a support ·check from the government. A major concern raised in this 
section is the difficulty older adults with mental retardation may have in obtaining appropriate 

·. . . . . 

Community services and planning for the future.are the focus of the book's final sections. 
Once again, the importance of planning is emphasized in . order to maximize the assets and 
strengths of this aging population and to minimize unnecessary problems. 

Information on the progress, abiHties, and needs of old.e_r adults with mental retardation is 
limited. Th.is book, . _however, provides· ·an excellent sumqiary of. existing research· and some 
outstanding suggestions on the work which remains to be done. 

(Peggy Quinn, Associate Professor of Social \\Tork; University ofTexas at Arlington) 

Stolman, Marc. D. -A Guide to Legal Rights for People with Disabilities. New York, NY: 
Demos Publications, 1994, 140 pages, $19.95 softcover. 

Marc D. Stolman has provided in A Guide to Legal Rights for People with Disabilities an 
easy-to-read look at some of the legal issues confronted by people with disabilities. · The first four 
chapte'rs review disability rights laws. that protect people with disabilities although the primary 
focus is on .the Americans with Disabilities Act (ADA). The last five chapters discuss common 
legal problems that people with disabilities encounter. 

While ostensibly providing an overview of disability rights law, the first half of this. book 
actually focuses on the legal definitions of disability, job discrimination, and public accessibility. 
Although Stolman narrows disability rights considerably, he skillfully weaves legislative history, 
government reports, academic studies, popular press pieces, and hypothetical examples with 
practical discussions of multidimensional legal issues. After reading myriad .enigmatic federal 
publications on the ADA one. has to commend an author who can, for example, st.ate. that "the 
definition of reasonable accommodation is not complicated" (p. 33) and then explain why. A 
major shortcoming of the book, however, is that it provides little, if'any, actual ADA case law to 
illustrate its topics. ' 

The second part of this book deals with more basic legal problems, including how to 
access private insurance; obtaining governmental benefits such as Social Security, SSI, and 
Medicare; planning for death and/or incapacitation; what to do if you have problems with debt; 
and how to enforce legal rights. Most. of the chapters covering these topics fall short on several 
counts. In. some chapters, Stolman abandons his helpful approach ·of infusing practical examples 
with the primary topic. Other chapters are dealt with in a desultory and cursory fashion. Perhaps 
more significantly for readers ofDSQ, there is little in the way of a disability studies orientation in 
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·these latter chapters. For example, Stolman tries to put the . chapter on debt into a disability 
perspective by suggesting that people with disabilities are more prone to debt problems because 
they have lower incomes than ·non-disabled people. An' alternative introduction might have 
focused on the experience of debt as an illustration of the difference between individual 
capabilities and the (in)accessibility of the work environment. Rather than sharing a simple cause 
and effect relationship, both debt problems and the low income of people· with disabilities are 
symptomatic of a larger social phenomenon th~t constructs disability. 

One aspect of the social environment is the body of law that provides individual rights to 
people with disabilities. · Stolman has produced a very readable guide·to a few of these rights and 
offers a fairly pro forma overview of some problems that people with (and without) disabilities 
encounter. The book's major asset is its informative explanation of the ADA, but even these 
chapters should be treated cautiously due to the impact of emerging ADA case law. 

(Charles E. Drum, Institute on Disability and Human Development, .The University of 
Illinois at Chicago) 

Tremain, Shelley, ed. Pushing the Limits: · Disabled Dykes Produce Culture. · Toronto, 
Canada: Women's Press (517 College Street~ Suite 302,· Toronto, Ontario, ·Canada M6G 4A2), 
1996, 246 pages, $13.95 (U.S.) softcover. 

Pushing the Limits is an ·antholo·gy -of creative work · by disabled dykes. Most of the 
anthology is composed of poetry and personal narratives, but songs and artwork are also· included 
making for a range of cultural expressions from dykes with many different disabilities. Taken as 

a whole, the anthology is a powerful expression of the life experiences - from "Searching" to 
"Lo_ving" to "Enduring" and "Testifying" (all section heads in the -anthology) - of a multiply-
oppressed minority group that has a bunch 

I 
of 

•
messages for a bunch of folks;. 

One such. message, focused on by· many of the writers in Pushing the Limits, is· of the 
difficulties encountered by the · dykes within their own political communities: the lesbian and 
disability communities. For example, Mary Frances Platt wrote of the segregation ·she has 
experienced at lesbian events: 

I am your sister, 
but I can't get on the stage to read my words. 

I am your sister, 
but I go in a door separate from you.·. 

I am your sister, 
sitting alone 
in the wheelchair only section of the auditorium. (p.135) 

Similarly, Vicky. D'Auost wrote ·of ht\'r experiences of not being "crip enough" in the disability 
community: 

... 
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As. a Deaf woman with visual, physical, psychiatric and respiratory disabilities, one might 
think I would rank pretty high, but I don't. Having severe allergies to perfumes, gases, 
foods, preservatives and chemical substances is still very much on the margin of · the 
disability movement, clespite t~e fact that it caused most ofmy other disabilities. (p. 159) 

·D'Auost goes on to point out that her.lesbianism makes her an outsider in the Deaf community 
and in the disability community. 

Some of the writers, including D'Auost, go well beyond a simple pointing out of 
lesbophobia in the. disability comnJunity .and ableism in the lesbian and gay communities and they 
struggle to understand their own multiple roles as both multiply oppressed and privileged (e.g., as 
a result. of white skin, education, social class). · Such efforts to grasp the ·complexities of 
oppression ( of being both .. oppressor and ·. oppressed) are valuable as they help bridge the . 
difrerences between · potential allies who . are often separated by ignorance of one another's 
experiences with oppression and resultant anger or insensitivity. 

Disabled dykes have inuch in· common with heterosexual disabled women and men, · and 
with non~disabled dykes, and these similarities are evident throughout Pushing the Limits (e.g., 
experiences with the medical profession, experiences with heterosexism). On the · other hand, 
some very interesting contributions describe perspectives that are unique. to disabled dykes. For 
example, in a fascinating personal narrative, .zana describe.s her uneven relationship with the 
lesbian who does physical chores for her on the lesbian land to which·they moved together. · The 
attendant, who has a. work exchange agreement with ,zana,·is in love with zana, but zana feels 
repelled and resents the attendant's emotional dependence on her. 

. Mary Frances Platt's e~otic poem "Oxygenated Babel! is another work that could only have 
come from a disabled dyke. Platt's poem cites her fears tha:t her lover will not want to. make l_ove 
. to her any more now that she· is using oxygen, but then goes on to imaginatively ( or is it 
realistically?) describe j~st how the two of them can.use the oxygen and'the :_oxygen apparatus as 
part of their sex play~ It is clear from Platt's poem and a number of other pieces in Pushing the 
Limits that being a disabled dyke is not a contradiction as some non-dis.abled people believe (i.e., 
a contradiction for those who believe disabled=asexual and dyke=sexual). Disabled dykes, like 
other disabled people, are sexual. 

Pushing the Limits should be of great interest for disabled dykes and everyone else 
interested in the .experiences of disabled dykes. The anthology includes a useful resource section 
listing· books, articles, magazines and newsletters, ·photographs, videos, and music of interest to 
disabled dykes. The book's one drawback is an unevenness in the quality ofthe contributions. 

(Jeanne Neath, Research Assistant Professor, Arkansas Research and Training Center in 
Vocational Rehabilitation, University ofArkansas, Fayetteville, AR) 

Way, Karen; Anorexia Nervosa and Recovery: A Hunger for Meaning~ New York, NY: 
Harrington Park Press, 1993, 146 pages, '$29.95 hardcover, $14.95 softcover. 

Karen· Way's book is both engaging and disappointing. · As a recovering anorexic,. Way 
challenges the medically-grounded view of the disorder (which she considers ineffectual, 
insensitive, and insulting) and instead approaches it from a feminist and non-medical perspective. 
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Using' extensive quotations from 21 interviews, she provides a framework through which her 
anorexic participants speak for themselves.' 

The motivation behind the book is Way's own experience with anorexia nervosa. In the 
. introduction she says, "As I paged through one of my psychology textbooks . . . I grew 
increasingly annoyed at the condescending, superficial tones of the male authors, who were smug . 
and arrogant in ridiculing the anorexic for her 'immature, developmentally-arrested' mind and 
'crazy' behavior" (p. 5). Unfortunately, it is one thing to dismiss the medical/scientific perspective 
of a subject; it is quite another to support that dismissal with strong ·evidence and convincing · 
argument. Way dismisses, but she neither employs sound documentation nor uses. persuasive 
reasoning. She cites few sources, and these tend to be somewhat out of date (1971. to 1990), 
· undermining rather than strengthening· her case; It is entirely possible that the authors. to, whom 
she refers were indeed "condescending" and "superficial," but Way provides no references. It is 
impossible, therefore, either to refute or to support her opinion. The fact that Way gives no 
citations at this point is far mqre damaging to her own work than it is. to the authors of her 
hypothetical text. · 

The above quotation also serves ·as an example of a second flaw in Way's book. 
Throughout her work she neglects to identify, develop, or attempt to resolve the conflicts and 
paradoxes she introduces. In the above quotation, for exampJe, Way objects to anorexics being 
described as "crazy." This is undeniably an offensive term;.\ however~ anorexics do persist in 
behaviors that are life threatening and they do see fat where others see skin· and bone. Although 
we may object to a word that is distasteful, we cannot deny the truthfulness of its description. 
Way provides us with the conflict, but does nothing·to either expand or dispel it.· 

. Perhaps some of the conflicts in her work mirror the paradox inherent in anorexia itself. 
In art attempt to vanish completely, anorexics become highly visible, commanding the attention of 
family, friends, and professionals. To many anorexics, losing weight is equated with gaining 
control, yet the attempt to gain control inevitably turns upon itself. Rather than consuming food, 
the anorexic is consumed by losing weight Her search for control through restrictive eating leads 
to loss of control of rationality (hence the term "crazy"), independence; and eventually life itself. 
Ironically, while Way presents us with the information to articulatethese and other paradoxes, she 
refrains from· discussing them. Her title suggests that the meaning of anorexia will eventually 
emerge; unfortunately, it does not. 

At first glance, Karen Way's book might not appear to fall within the disability studies 
literature; nevertheless, because· her book is about living (and not about living through and/or 
around a disability), it is a good candidate for inclusion in this field. She uses the voices of those 
who live with the condition, pays respect to the right of individuals to find . their own paths 
through treatment, and focuses on individuality where others see·homogeneity. Although the use 
of 21 different stories makes it difficult to find a narrative thread, her intention is commendable. 
The compelling stories ofthe participants make this book a good choice for high school or college 
students as long as its shortcomings are pointed out. Though one feels that Way has fallen short 
or ~aking a significant contribution; ~er book serves as a contemporary document of anorexia 
from anorexics' points ofview. · .. . 

(Beth Franks, Assistant Professor, Hobart & William Smith Colleges, Geneva, NY) 
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Wicclair, Mark R.. Ethics and the Elderly. New York, NY: Oxford University Press, 
1993; 245 pages, $36.50 hardcover. \. 

It is hard to read a newspaper these days without seeing some reference to the ethical 
dilemmas posed by modem. medicine. The medical arsenal has expanded to allow almost 
indefinite life support for people with numerous medical problems and diagnoses. Physicians and 
families - and modem society generally. - confront questions about medical care. that defy easy 
answers. Often these questions juxtapose principles of individual autonomy with. community 
benefit and they are complicated by concerns about health care costs. While there is a fair amount 
in the literature describing these dilemmas, most authors focus either on describing the problems 
or on discussing them in terms of ethical theory and principles. While certainly valuable 
approaches, there has been a need for more practical approaches~ In particular, this · reader has 
wished for . authors ·who discuss such problems in terms of both the ethical framework and the 
realities of current healthcare, including .the constraints of cost. Ethics and the Elderly by Mark 
Wicclair does just this. What is mpre, he does so in a book that is highly readable. The reader 
can both consult particular chapters to assist with a current problem and read the book as .a whole 

·to gain a solid underpinning in both theory and practice. 
,Ethics and the Elderly.had its birth in a two-day workshop, sponsored by the Gerontology 

Center at West Virginia University, for social work and healthcare professionals. This is the likely 
basis for the numerous case examples used throughout the book. Th~se case examples do not 
ring of the · academic; they· are believable and· analyses of examples from different perspectives 
allow the reader to extend Wicclair's examples to ones of the reader's own experience~ . While the 
focus is ostensibly on the· elderly, it can be extended to younger individuals with ·.or without 
disabilities. This makes Ethics and the Elderly valuable for readers of the Disability Studies 
Quarterly. no matter the population of study for the reader. 

The first two chapters. discuss life-sustaining medical care for elderly patients with and 
without decision-making capacity. The first includes the common dilemmas faced when decision-
making capacity is questionable or when adult children or other family members disagree with the 
elderly ·patient. In the second chapter, Wicclair has ample discussion of the. often cloudy lines 
between an individual's desired wishes articulated when still. competent and the reality of choices 
when the decision must be made. Wicclair's examples are set forth in a framework of ethical 
const~ct and they mirror common situations about which this reader is often consulted. His 
thoughtful analysis is sound and, not surprisingly, very useful, particularly his discussion of shared 
decision-making. 

The next three chapters discuss age-based rationing, paternalism, and -research with elderly 
subjects. , The discussion of age-based rationing focuses on . two questions: "whether age-
rationing comprises ageism or age bias", and "whether age-rationing- is. unjust" (p .. ix). Wicclair 
chooses to discuss these in terms of their defensibility. Similarly, • the . chapter on paternalism 
discusses the "criteria for ethically evaluating paternalistic. behavior toward. elderly persons" (p . 

. ix). The chapter dealing with research involving elderly subjects is particularly relevant as it 
focuses on the twin issues of informed .consent and surrogate consent· to participate in research, 
especially research where the benefit to the elderly subject may be minimal. 

My favorite chapter in Ethics and the Elderly is the last, "Caring for Frail Elderly Parents: 
The Obligations of Adult Children." Certainly this is because, as they say, I've been there. 
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found Wicclair's insights on such themes as friendship and love, traditionalism, parental sacrifice 
and· filial obligations, and duties of gratitude and indebtedness to be fresh looks at age-old topics. 
The chapter's case study is realistic; it avoids· saccharine solution and it balances traditional roles 
with the new ones of a .transient American society. While Wicclair does not pretend to provide 
easy answers for his· topics, his book Ethics and the Elderly succeeds in bringing new perspective 
to old problems. I strongly recommend it, both for those of us who have· professional interest in 
its topics and for those ofus with personal ones. 

(Sarah Trafton, Assistant Professor, University of Rochester School of Medicine, 
Rochester,. NY) .;. 

·Wiener, Joshua M., Clauser, Steven B., & Kennell; Oavid L., eds. Persons with 
Disabilities: Issues in Health Care Financing and Service Delivery. Washington, DC: The 
Brookings Institution, 1995, 324 pages, $18.95 softcover. · 

Providing and financing· quality, affordable health care for persons with disabilities is one 
of the greatest challenges of the l 990's faced by consumers, families, providers, and policy 
makers. The challenge is three-fold: providing services which meet both the acute and the long-
term health care needs of persons with · disabilities; controlling the skyrocketing public 
expenditures involved in serving this population; and preventing catastrophic out-of-pocket health 
care costs for these individuals and their families. 

These challenges are the focus of Persons with Disabilities: Issues in Health Care 
Financing and Service Delivery. a rich source book ofdata on the interaction of public and private 

· financing, on the utilization and expen~iture patterns for acute and long-term care services, and on 
ho~e- and community-based services. Chapters are authored by leading health policy researchers 
who participated in a research consortium under the sponsorship of the Health Care financing 

· Administration. 
The book clearly presents detailed state and national data on the acute· and long-term care 

needs of Americans who have disabilities. Several of the chapters are based on analyses of recent 
national data sets including. the ·National Medical Expenditures Survey, the National Long-Term 
Care Survey, and HCFA Medicaid and Medicare data. It· is refreshing to read informed policy 
analyses based on large representative samples. 

. Perhaps the greatest contribution of this book is its portrayal of the complexity and 
variability of the health care needs of persons with disabilities. Chapters report analyses of 
various population subgroups ( e.g., based on age, disability type, functional level, cognitive 
status) and. service types ( acute and . long-term, . community and institutional, inpatient and 
outpatient, formal and informal, consumer-directed and agency-directed). Mental health needs 
and services are not included in these analyses - an unfortunate gap given the importance and 

..,inter~relatedness of mental and physical health in this population. 
Although policy 'issues related to specific analyses· are discussed in each chapter, the book, 

would have been enhanced if policy and research implications across the various studies had been 
synthesized in a final chapter. Speci~cally' lacking is an in-depth discussion ofmanaged care in the 
delivery and financing of health care for persons with disabilities (aside from brief mention of 
managed care in two chapters). Granted, it is only in the past few years that managed care has 
emerged on the health care scene as a key force, particularly for people with disabilities. And data 
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.are. lacking on its effectiveness with this population. Yet precisely because of its currency, a 
discussion of potential policy implications of managed care in meeting the health care needs of 
persons with dis.abilities would have been helpful. Not addressing this issue is like not talking 
about the elephant sitting in the middle ofthe room! 

Overall, this book presents current .and policy-relevant research on issues of concern to 
health policy makers, service providers, and consumers. Hopefully, the data will help . stimulate 
informed policy debate and action regarding health care services for persons with disabilities. 

(Ruth I. Freedman, Ph.D., Assistant Professor, Boston University, School of Social Work) 

Film Clips 

e Clements, J (Director). Means of Grace [video]. San Rafael, CA: Watermark Media 
(Distributed by New Day Films, 22 D Hollywood Avenue, Ho-Ho-Kus, NJ 07423), 1996, 57 
minutes, $285.00 purchase, $80.00 rental, $12.00 shipping/handling. 

Using her mother's diaries, home movies, family photographs, archival footage, and 
dramatizations of her mother's short stories, Clements traces the conditions that led her mother to 
mental illness and hospitalization in the late 1950s and early 1960s. On one level the film is an 
effort on the part of the daughter/film-maker to discover her mother whom she. "never knew." 
She was too young at the time to understand her mother's "strangeness" and frequent absences 
from home. At the same time, Clements intends to tell the story ofa woman, not through the life 
ofher children, but "from deep inside her heart.". 

As the story unravels through a multiple narrative voice . - her mother's, her own, the 
do~tors' from the medical records, and the voice of her mother's fictional . characters - Clements 

. delves into the nature of marriage which imperceptibly emerges as an abusive condition for the 
partner in the role of the wife and mother. The young mother, an independent, creative spirit, 
resents "the framework" her husband wants to build around her . for she wants "to be alive and 
free." She gradually becomes conscious of not being· "true to [her]self," but, under the 
circumstances, she "did not know how to be true. II While her husband exercised his prerogative 
to entertain himself with other women, the . young mother stayed home with the toddlers 
"completely cut off from normal contact.ti Her instinctive impulse to get out. of this situation is 
curbed by her socially-conditioned . conscience to hold the home together "because of the 
children." She soon. lapses into her own private world and loses her ability to read the world 
right. Her fear of her own situation is mingled with fearful war memories and current events (the 
Kennedy assassination) until she loses control of reality and begins reading meanings where there 
are none. She ends up in the hospital, whi~h she explains in her diaries, is "the most immediate 
way I could take off my wedding ring," a phrase also repeated by one. of her fictional characters 
(in "Happy Light," 1958) ..The young woman went back and forth to the hospital "searching for 
something to break the spell . . . of the isolation she felt." When, with the encouragement of her 
new psychiatrist (a woman), Ann Clements gets a divorce, she finds "the means of grace" by 
pursuing a creative career as a joumal~st and fiction writer. 

The description of her mother's struggle with her illness is powerful and enlightening to 
the film..maker. She develops insights into the socially-conditioned role of women as wives and 
mothers, of "the legacy of mistrust between husbands and wives"; she discovers the frightening 
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world of female madness, the brutal treatment of those with mental illness, and she exposes the 
social control of women's lives when ~he asks the final question: "Was my mother really 
schizophrenic? Were the doctors just wrong? Or was that a way to keep women like my mother 
silent and out of sight? Maybe ·it was a kind of social control.'" The fihn-maker, a wife and young 
mother herself, has intimations of her mother's agonizing -days; but, enlightened by her mother's 
experience, she will hopefully be able to hold ·-together and find fulfillment in balancing 
motherhood with a creative career. And so will the viewers who will watch this tremendously 
well-made and powerful film. 

· (Dr. Maria Anastasopoulou, University ofMaryland, College Park) 

Clements J (Director) .. Means of Grace [video]. San Rafael, CA: Watermark Media 
(Distributed by New Day Films, 22 D Hollywood Avenue, Ho-Ho-Kus, NJ 07423), 1996, 57 
minutes, $285'._00 purchase, $80.00 rental, $12.00 shipping/handling. 

Means of Grace tracks the life of Ann Clements and her s~ruggles with cultural 
expectations and mental illness. ~he Director, J Clements, through her mother's writings, medical 
records, and her own personal memories explores her mother's existence with mental illness and 
attempts to enter_ her world in hopes of "making sense out ·of my mother's life." This film is 
narrated, coupled with clips from home movies, dramatizations, and black and white movie 
segments from the early 1950s. • The film clips serve as Vtsual illustrations and complement the 
off-~creen narration which is dominated by passages from -Ann Clements' journals and short 
stories. 

As a journalist herself: Ann's writings are rich with detail as she· describes thoughts and 
feelings from · all facets of her life. • This framework allows the viewer a window into Ann 
Clements' life and her travels, not in distance, but· into "the darkness ofher heart." 

One of the most powerful aspects of the filni is the frequent use of the mother's diary as 
narration. The language the mother uses in her diary is very poetic, portraying deep meaning, and 
it is rich with emotion. · By experiencing Ann's story through her diary, the viewer is able to gain 
great insight into her illness and to get a real sense of the -·struggle that she endured, both· as a 
woman living in a culturally-oppressive time and as a person with a mental illness. 

The use of Ann's words to narrate the film also provides a great awareness of the mother's 
distress as a woman in the 1950s struggling to conform to the roles of wife and mother. There 
are references throughout the· film to her feelings of being bound by her. marriage. · For example, 
when the mother admits herself to the psychiatric unit, she explains her action as being "the most 
immediate way I could· take off ·my_ wedding ring." Moreover, the mother writes that "my 
husband wants to build a framework around me, II and ·she expresses her desire to travel far 
beyond state boundaries to a land beyond. Thus,· the person with schizophrenia is also portrayed 
as a person ''in search of a soul" and not just as -a person with schizophrenia. It is this 
representation that enables the viewer to relate very closely to Ann and her struggles. -

· J Clements succeeds in sharing her mother's life with us and in stimulating the audience to 
question if it is the person who is· mentally ill or if it is the- social construct that entraps and defeats 
the individual. J Clements talks of the- deep sadness that permeated their lives and often wondered 
if her father felt "he was robbed of the American dream" by having a wife :who was unable to 
conform to societal expectations ofwife and mother. · 
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The importance of self-empowerment is strongly woven throughout this film. It was 
.Ann•s pursuit of her passion for writing that allowed her to open the doors ·of her cultural cage of 
domesticity and insti~utiorialization and to move into a more healthful state. Moreover, if it were 
not for Ann's powerful diaries, her daughter would not have had the foundation to produce this 
vivid portrayal of her exploration in finding her mother and sharing he.r life story. Ttiis film is an 
excellent reflection for students in the allied health· professions and those involved in advocacy for 
people with disabilities. It offers insight into the seemingly unconscious, but invasive role of 
culture in mental health issues. 

(Mike Belanger, Carmen Boros, Jan Conley, andHeather Murphy, Masters Students, 
Occupational Therapy Program, Lewiston-Auburn College of the University of Southern Maine) 

Joseph, Paul J.~ and Brown, Mark R. (Producers). Epilepsy: The Untold Stories [video]. 
Boston, MA: Fanlight Productions (47 Halifax Street, Boston, MA 02130), 1993, 27 minutes~ 
$195.00 purchase, $50.00 rentaVday. 

1 . Epilepsy: ·The Untold Stones, a video of patient and staff interviews filmed at the Boston 
Beth Israel Comprehensive Epilepsy Program, centers on 'the narratives · of six people ·with 
Temporal Lobe Epilepsy (TLE), a specific type of complex partial seizures. This video provides a 
welcome move beyond the standard medical constructions and "objective" descriptions ofepilepsy 
and gives v9ice to personal accounts ofhaving epilepsy. · 

Since epilepsy first came out of th~ media closet most depictions have described epilepsy 
and people with epilepsy as homogenous categories with the focus on generalized convulsive 
seizures as. the. halln~ark of both the person and the disorder. Despite their µumerical minority 
(o~ly 40% of ·people· with epilepsy have generalized convulsive .seizures. as their primary 
symptom) a~d an impressive public education program by the Epilepsy Foundation: of America, 
these seizures,· with their loss of consciousness and forceful tonic-clonic movements, have become 
emblematic of:epilepsy to the general p<>pulation. . . 

. · . Complex partial seizures and TLij are problematic because they are often ·manifested by 
actions and behayiors that are considerelsocially unacceptable or deviant. To further complicate 
this situation, in the pe~son experiencing a complex partial seizure, consciousness is impaired but 

. not necessarily lost, making the person appear to be completely aware and in ·control of his/her 
actions. ·As. the patient· participants in the video relate, these actions can include responding to 
any, number of sensory hal.lucinations~ exhibiting disoriented behavior, performing usually private 
acts (such as undressing) in public places, showing extreme emotional lability, and manifesting 
repetitive and automatic mechanical.,;like movements. Since these symptoms are also exhibited by 
.tho~e diagnosed with. emotional and psychiatric disorders, psychoses, and alcohol and substance 
intoxication, people with TLE ·have been variously committed, arrested, and/or jailed instead of 
being kept safe until ~heir seizures are over. . · . · 

. . In an intelligent and sensitive manner, Epilepsy: The Untold Stories enlightens the viewer 
about a topic that has long been eclipsed by misunderstanding and ignorance. The video gets high 
marks for both style and substance; the film is technically well-made and the producers manage to 
present very poignant first person accounts without portraying the people as either victims or 
heroic exemplars. Instead, these patients and · their accounts deal with very real and concrete 
problems such as employment, ·everyday social interactions, safety, education, relationships, and 
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the . fears and prejudices of those around · them. For each of these people the experience of 
Temporal Lobe Epilepsy is unique, but what .they all share is the unpredictability of seizure 
occurrence and manifestation. As one patient says, "You never know what you're going to do." 
In spite· of this, the video reveals people who are managing their. illness instead of being engulfed 
,by'it and living what we would consider to be "normal" lives. 

Epilepsy: The Untold Stories is _valuable and instructive both for lay audiences, ·including 
newly diagnosed patients and their families, and for health care prof~ssionals. For -lay viewers it 
may be a ·first encounter with Temporal Lobe Epilepsy and complex partial seizures. For 
professional audiences it may be the first time they "hear"· the stories pf these epilepsies as lived 
experiences. . . 

(Penelope A. Taylor, R.N., Department of Anthropology, University of North Carolina, 
Chapel Hill, NC) . 

Joseph, Paul J., and Brown, Mark R. (Producers). Epilepsy: The Untold Story [video]. 
B.oston, MA: Fanlight Productions (47 Halifax Street, Boston, MA ,02130), 1993; 27 ·minutes, 
$195.:00 purchase, $50.00.rental/day. 

This video contains the life stories of individuals with Temporal Lobe· Epilepsy (TLE). 
The commentary is provided by medical professionals, the general public, and those affected by 
this condition. It .examines, through powerful testimony, the psychological, sociological,· and 
physiological aspects of TLE. · · . 

This film assumes its audience has a certain basic knowledge ofepilepsy. For example, the 
film mentions petit and grand mal seizures without clarification of these. terms. There is no clear 
distinction made between TLE ~nd. other forms. ofepilepsy. · 

Although it was difficult to underst_and how TLE was related to other forms of epilepsy~ 
the information specific to TLE was clear and concise. Complex medical terms and concepts 
were simplified through. lay terminology and colorful diagrams. Furthermore, the personal 
testimonies were extremely effective in drawing the audien~e into the life ofa person with· TLE. 

We. would strongly recommend this film to people directly and indirectly involved' with 
Temporal Lobe Epilepsy. In general, most people would benefit from watching this film. 
However, the more knowledge of epilepsy one has prior to viewing the film, the more clear the 
content will be. · 

(Kathy Dunn, Susan Bradbury, Ryan Gallant, Chad Desrochers, Masters ::Students, 
Occupational Therapy Program, Lewiston-Aubµ.m College ofthe University of Southern Maine)· 

. . Snyder, Sharon (Director), and Mitchell, David (Director/Producer). Vital Signs: Crip 
-Culture Talks Back [video]. Marquette·, J\.11: Brace Yourself Productions (c/o David Mitchell 
and Sharon Snyder, English Department, Northern Michigan.University, Marquette, MI . 49855), 
1995,'48 minutes, $39.00 individuals, $8Q.00 institutions, $10.00 shipping/h9,0dling. 
· In her essay, "The Transformation of Silence into Language and Action," the poet Audre 

Lorde (1984) discusses oppression's· paradoxical. propensity to simultaneously visually objectify 
and· socially erase people it deems Other. Lorde advocates self-display, however· frightening· or 
. alienating that may be~ insisting that the "visibility which makes us most vulnerable is that which 
also is the source of our greatest strength" (p. 42). This same principle informs Vital Signs: Crip 
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Culture Talks Back. As a woman with a disability who has spent a lifetime deflecting stares yet 
· wanting to be seen, making nice while wanting to roar, pursuing normal and claiming difference, I 
found this film both exhilarating and moving. 

Snyder and Mitchell's film is not just about pride and empowerment among people who 
have disabilities; indeed, it~ such self-assertion embodied. This is an uppity film; its essence is 
the unabashed self~display and self-narration of people with . disabilities who are artists, 
performers, actors, writers, poets, intellectuals, and comedians. The prevailing voices and sights 
are disabled people performing their art and themselves on their own terms. Vital Signs is filled 
with engaging in-your-face eloquence replete with anger, humor, ardor, irreverence, dignity, 
playfulness, authority, and creativity. 

This film hurls back the rude stares, muzzles the intrusive queries, annuls the spectacle of 
otherness into which our bodies have been so persistently made. We see Harlan Hahn in his "Piss 
on Pity" T-shirt wittily observing that to have disability culture we need to identify disability food, 
which he suggests is drive-through food because access is often so limited. We see Bob DeFelice 
in drag, parodying a "crip girls" exercise class and musing on what mainstreaming means. We see 
Cheryl Marie Wade's "gnarly" hands in her robust recitation of her poem "My Hands. 11 We see 
Carrie Sandahl's self-as-canvas presentation in a medical jacket parodically emblazoned with the 
pathologizing discourses that have defined her. We see Simi Linton telling her story of witnessing 
a Berkeley yogurt fight that symbolizes the "fun and pleasure of life as a disabled woman. 11 

Juxtaposed against these affirming performances that reclaim terms like "cripple"· and 
launch counter-narratives to medical theater are film cuts representing traditional narratives . of 
disability. We see a plucky Shirley Temple proffering the overcoming script to her poor crippled 
frie~d, Sidney Poitier making the blind girl pretty with a gift of sunglasses, and a blind Jane 
Wyman bravely renouncing love because she is a burden. 

The most commanding moment in this· articulate, subtle, complex film is Mary Duffy's 
tableau vivant recalling the Venus de Milo. By offering her armless, nude body as the visual 
embodiment of the West's greatest art, Duffy works against the denial of our bodies by a cultural 
tradition that prefers to hide, normalize, or eradicate us. 

Reference 

Lorde, Audre. Sister Outsider: Essays and Speeches, Trumansburg, NY: Crossing Press, 
1984. 

(Rosemarie Garland Thomson, Department of English, Howard University, Washington, 
DC) 

Snyder, Sharon (Director), and Mitchell, David (Director/Producer). Vital Sign,s: Crip 
Culture Talks Back [video]. Marquette, :rvtl: Brace Yourself Productions ( c/o David Mitchell 
and Sharon Snyder, English Department, Northern Michigan University, Marquette, :rvtI 49855), 
1995, 48 minutes, $39.00 individuals, ·$89.00 insti.tutions. $10.00 shipping/handling. 

This film presents the culture of disability through the use of art and humor. In doing so, 
the artists and actors define the basis of a proud crip culture and lay out the shared language, 
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symbols,, expedences, .and rituals that define their identity. Clearly, environme~tal handicap is a·,:. 
shared experience of the culture and is· poignantly presented at the opening ofthe film with cltps : 
from protests of the disability rights movement of the 60s and 70s .. Using multiple art forms ·. 

. interspersed. with commentary, the video. shows what the culture is and what the culture is not. ·. · 
Being ~bjectified as thijf "other":,· the patient, the ~arly,' the symbol of despair and helplessness, 

. better off shooting yourself in the head. "Is this the model I want to bring µp my disabled children 
with?.. asks comedian Cheryl Marie· Wade. The movies and theater are an important influence in . 
shaping the perceptions ofpeople with disapilities. Brad Rothbart challenges producers to include· 
people in the theater who have disabilities. Oedipus, he points out, had a disability, but he is not 
portrayed that way. Why could.not.a person with a disability play that part? ·Good question. ·· 

',lti,Poetry, live art ·forms, dialogues, costumes, and comedy tell the viewers that people who 
have disabilities reject pity. They are as proud as any other cultural group and, as Harlan Hahn 
points· out, pleased to use the word "disabled·' as an adjective. Politically correct language . ·· 
accqrding to' this movie is out. In fact, it is downright oppressive. Mary Duffy, artist performer,· 
reaches the audience through herself as-live art. Naked before an audience, she is the image of the 
Venus de Milo. "My body is right for ine, maybe not right for you." Only bodies that are whole 
or tather that are not visible seem to be acceptable in the media. So another part of the culture is · 
visibility rather than invisibility .. What is mainstreaming, asks English professor, Robert DeFelice, 
but the process ofmaking people invisible. 

Actor. Carrie Saridahl also uses liv,e art to portray her pride. In. a marvelously creatiye 
piece she explains her artfu~ ou~fit. She is wearing a. white lab coat and pants that have, among 
other things, her medical history, the locations and explanations of scars, and a statement that she 
can- have sex and children written all over the material in red. She is not hiding her disability, but 
displays it as . an art piece of her culture. . The video goes on like this with numerous other . . .. 
examples of a proud culture. A final salute to the culture is Harlan Hahn's identification of the · 
cultural food of disabled people. He reports that it is fast food. Since it · is so }:lard 'to get info. · · 
restaurants, Hahn claims, disabled people frequently get food from drive-by counters. One final· :· ·. 
powerful part of the video for me as an allied health educator was the point made by Carol Gill, ·a ··· · 
psychologist. As health care providers, our notion that we have to push individuals who hav¢ : 
disabilities to do what we think is· right for them to do has promoted the development of a 
disabled culture with recognized values,. symbols, and rituals that enable survival ofthe oppression 
we have imposed. I highly recommend this video. It portrays the art, values, and symbols of a , 
proud culture. 

·(Lynn Gitlow, Program in Occupational Therapy, Lewiston-Auburn College of the 
University of Southern Maine) 

Yu, Jessica (Producer/Director). -Breathing Lessons: . The Life and Work of Mark 
O'Brien. Bostqn, MA; Fanlight Productions (47 Halifax Street, Boston, MA 02130), 1996, 35 
nunutes, $195.00 purchase, $50.00 rental/day. . . . ·.. '·" 

Mark O'Brien observes in his biographical video Breathing Lessons: The Life. and Work .. 
ofMark O'Brien that his careers as a journalist and a poet share the attributes of brevity and trutli-
telling. The 35~minute. video holds true to those attributes. We are carried through the: rich, 
complex· life of a disabled poet and journalist. The video opens with his· poem t!Air" and then . 
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moves to an examination of his iron lung. The rhythm of his iron lung · permeates the video • 
through its motors, belts, and levers, and the ·cadence it forces on his delivery. 

His poetry is highly idiosyncratic and yet universal. I was touched by his dreams, 
struggles, and accomplishments. The pain of his . very human existence, viewed through the lens 
of disability identity, is presented in the most mundane, yet transcendent manner. It is a rare 
"insider's" view of disability with the triumph of the soul contrasted beautifully with the everyday 
worries of "acceptance, love, baseball, and death." His story, as told through the video, is not 
unlike many disability biographies. Akin to the experience of other disadvantaged groups, disabled 
people are· compelled to tell their stories to establish their existence in a society that does· not 
always value them. What makes this video outstanding is O'Brien's honesty. He is willing to 
forgo a "supercrip" identity by showing his flaws and less-than-admirable longings. It is a human 
identity: I was sorry for him and then awed by his honesty and skill in limning the realities of an 
iron-lung user. And I felt tears from being touched by another.disabled man's experience. 

Watching the video reminds me of how little. poetic, visual, and· written expression there is 
about our lives as. disabled people. My one criticism is that I would. have liked to have heard 
Mark recite more of his poetry. ·the strength of this video is in Mark O'Brien's artistry. He does 
that well. An unexpected pleasure of the video· were the photographs from the University of 
Southern California showing .~he polio ward_s of the 1950s that illustrate one of the poems. It was 
rewarding to see a link to our disabled past, brought to life by Mark's poem. "Mrs. Garcia." It was 
particularly satisfying because Mark puts that past into a contemporary disability consciousness of 
power and identity. 

(Anthony Tusler, Sonoma State University), 

Yu, Jessica (Producer/Director). Breathing Lessons: The Life and Work of Mark 
O'Brien. Boston, MA: Fanlight Productions (47 Halifax Street, Boston, MA 02130), 1996, 35 
minutes, $195.00 purchase, $50.00 rental/day. 

Breathing Lessons is a powerful movie depicting the life and work of its main character, 
Mark O'Brien. This 35-minute movie does an insightful job oftaking the viewer through the daily 

. struggles and triumphs of,an individual with a disability. Mark's story revolves around his life in 
an iron lung. As a result of polio Mark depends on vacuum pressure created by the machine to 
force life-sustaining ·air into his l~ngs every three seconds. The hour a day that Mark sp.ends 
outside the iron lung requires more than thought and effort. It requires a strength of the spirit 
which he expresses best when saying, "My terror-flattened mind pops up into 3-D as I return to 
the land of the breathing." Throughout the video Mark talks of his life so explicitly that we are· 
forced to see him as an individual with needs, wants, and dreams. He uses his poetry to allow the 
viewer to see the world· through ·his eyes and he uses this film to educate us about the fact that 
individuals with disabilities are able bodies within a community. 

Breathing Lessons will take you through a heart-warming story filled with strength, 
disappointment, ingenuity, laughter, openness, and pain. It brings to life some of the complexities 
of having a disability arid some of the strengths needed to persevere in the face of disability. This 
powerful film will go a long way in raising nondisabled people's level of awareness about people 
who have disabilities. As a learning tool it can be used by groups as well as by individuals to 
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encourage discussion and growth as we strive to learn and understand what it is like to live with a 
disability. · . 

(Kazia Bois,' Kristi Curtis, Marc Gagnon, and Georgiana Leonard, Masters Students, 
Occupational Therapy Program, Lewiston-Auburn College of the University of Southern Main~) 

Journ·a1 Entries 

Mental and Physical Disability Law Reporter; Washington, DC: Commission on Mentai 
& Physical Disability Law, American Bar Association (740 15th Street, NW, Washington, DC 
20005-1009), $249.00/year institutional rate, $204.00/year individual rate. . . -• · .. 

The Mental and Physical Disability Law Reporter offers a great recipe for learning new 
developments in American disability law. ·Take Volume 19, No. 6, for instance. Throw in a 
frying pan one teaspoon. of "Your Key to Using the R~porter" (a guide on how to use the 
Reporter, including an alphabetical listing of disability law issues covered in the, issue, which_ is 
placed on the inside front cover),· and one tablespoon of "Directory of Cases & Legislation" (a 
listing of the main topics, ·descriptive key words, the case names and cites, subject key numbers, 
and page numbers). Heat for two minutes. . . 
. _Add two pounds of "Case Law Developments," the filet mignon of the Reporter.(the case 
holdings and citations found under the main topic headings and descriptive key words). . Saute 
until brown, about 30 minutes. · · · 

Add one cup of "Executive Summary & Analysis" (Editor-in-:-Chief John W. Parry's review 
oflegal developments in disability law). Stir frequently for five minutes. · 

Add one-half cup each of "U.S. Supreme Court Actionstl (a summary .of Supreme Court 
responses to petitions for cer,tiorari), "Legislation and Regulations" (a listing of federal and state 
laws and regulations relating to disability), and "Complete Subject Key" (a listing of the mairi 
topic and descriptive key word relevant to each article, case, s~atute, ·and regulation). Bring to a 
boil. · 

Reduce heat to low, and simmer for one hour. 
Sprinkle with "Annual Cumulative Alphabetical Case Index" (a ·listing ·of all cases ~y 

alphabet for the entire volume) and "Annual Cumulative Subject Matter Index" (a listing of all 
cases by category for the entire volume). Simmer until tender-crisp, about ten more minutes. 

For a delectable garnish add the last five pages of the issue that advertise new products by 
tlte ABA Commission on Mental & Physical Disability Law such as catalogues, books, and 
magazines. 

Serve on a user-friendly and informative plate. This dish offers an easy way to find cases 
as well as a comprehensive overview of current federal and state disability law. In sum, it is an 
invaluable research tool for DSQ readers who want to know the current state of American 
disability law. · 

(Michael A. Schwartz, Esq:, Practicing Attorney, White Plains, NY, and Doctor~ 
Student, Columbia Law School) · 

Coming land Past} Events 
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