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The field of bioethics continues to grow in inportance
and influence. At the sane tinme the literature on bioethics
al so continues to grow. This annotated bibliography can only
be an introduction to the field. It is a place to begin.

Al len, Garland E. (1986) The Eugenics Record O fice at
Col d Spring Harbor, 1910-1940. Osiris, 2d Series, 2: 5-42. A
hi story of the American eugeni cs novement using the historical
records at their national office.

Amundson, Ron. (2000) Agai nst Normal Function. Studies in
Hi story and Phil osophy of Bi ol ogical and Bi onedi cal Sciences,
31(1): 33-53. An excellent analysis of the concepts of nornal
and abnormal which formthe basis of the deficit nodel of
disability. Normal and abnormal are social judgnents of what
are acceptabl e biological variations and functi oning. When
people with disabilities are classified as abnormal, these
val ue judgnents are used to justify the di sadvantages which
confront them

Amundson, Ron. (1992) Disability, Handicap, and the
Envi ronment. Journal of Social Philosophy, 23(1, Spring): 105-
18. An excellent attenpt to deal with the ambiguity of the
terms disability and handicap and to establish a noral
framewor k for discussing the provision of health care. After
defining abilities in a normative way he defines disabilities
as the absences of "basic personal abilities.” That is, the
| ack of sonme ability on the part of sone individual. Health
care has noral inportance in regard to a person with a
di sability because disability |leads to the |oss of
opportunity. (He does not deal with the fact that a disability
can open doors to opportunity previously closed.) As he
wites: "...the avoidance of disability per se is at the noral
core of health care." He then presents the environnental
concept of handicap. A person with a disability is handi capped
only in a specific environment in regard to a specific goal.

Andrews, Lori B. (2001) Future Perfect: Confronting
Deci si ons About Genetics. New York: Colunmbia University Press.
Looks at the ethical, legal, and social inplications of



genetic technol ogy including people with disabilities.

Astrue, MJ. (1994) Pseudoscience and the Law. The Case
of the Oregon Medicaid Rationing Experinment. Issues in Law and
Medi ci ne, 9(4, Spring): 375-96. Using quality of life in the
Oregon experinent introduces a social utilitarian calculus in
health care delivery overriding individual autonomnmy and
i nformed consent and noving toward using societal choice
i nst ead.

Banks, Judith L. (1986) Rehabilitation Act - Departnment
of Health and Human Services May Not Interfere in Medical
Treat ment Deci si ons Regardi ng Handi capped I nfants. Cunberl and
Law Review, 16(3): 607-25. A discussion of the case Bowen v.
Anerican Hospital, 106 S. Ct. 2101 (1986).

Barnes, David S. (1994) The Mking of a Social Disease:
Tubercul osis in Nineteenth-Century France. Berkel ey:
University of California Press. Using both popular and
scientific views the author denonstrates how noral nmeanings
are given to disease.

Barnett, W Steven. (1986) The Transition from Public
Resi denti al Schools for Retarded People to Custodi al
Facilities: An Econom c Expl anation. Disability, Handicap &
Society, 1: 53-71. Argues that it was for econom c reasons
that custodial facilities were created and not just because of
discrimnatory attitudes.

Bell, Terrel H (1986) Education Policy Devel opment in
t he Reagan Adm nistration. Phi Delta Kappan, 67: 487-93. A
cl ear exposition of the eugenic basis for US education policy
during the Reagan adm ni strati on.

Berns, Walter. (1953) Buck v. Bell: Due Process of |aw?
Western Political Quarterly, 6: 762-75. A discussion of how
t he | andmar k eugenics case clearly violated Carrie Buck's
right to due process.

Bernstein, P. (1991) Term nation of Parental Rights on
the Basis of Mental Disability: A Problemin Policy and
I nterpretation. Pacific Law Journal, 22(4): 1155-85. A
di scussion of the legal nerits of several cases in which
parental rights were term nated because of a nenta
disability.

Bl ackford, Karen A. (1993) Erasing Mothers with
Di sabilities Through Canadi an Fam | y- Rel ated Policy.

Di sability, Handicap & Society, 8: 281-94. How t he Canadi an
policy renoved nothers with disabilities from consideration as
fit parents.

Bock, G sela. (1983) Racism and Sexismin Nazi Gernmany:
Mot her hood, Conpul sory Sterilization, and the State. Signs:
Journal of Wonmen in Culture and Society, 8: 400-21. Traces the
Eugeni cs Movenent in Germany in the 1920's and into the Nazi
era. The Nazis passed the Law for the Prevention of Hereditary
Di seased O fspring which had nine categories of diagnoses
which could lead to sterilization: five concerned psychiatric
"invalidity," three to physical "invalidity," and the ninth
one was al coholism Mich nore on sterilization of wonmen is
present ed.



Bogdan, Robert; Bi klen, Douglas. (1977) Handi capi sm
Social Policy, March-April: 14-19. A very inportant article
whi ch defines handicapismin a manner simlar to raci sm and
sexi smusing the terms prejudice, stereotype, and
di scrim nation. Handicapismresults in discrinnation based
upon presumed physical, nental, or behavioral differences.

Bogdan, Robert; Taylor, Steven. (1987) Toward a Soci ol ogy
of Acceptance: The Other Side of the Study of Deviance. Soci al
Policy, Fall: 34-39. An argunent that prejudicial attitudes
result in the | abel of deviant for persons with disabilities.

Bogdan, Robert; Taylor, Steven. (1989) Rel ationships with
Severely Di sabl ed People: The Social Construction of
Humanness. Social Problems, 36: 135-48. A full devel opnent of
the position presented in Bogdan & Taylor (1987).

Bosk, Charles L. (1992) All God's M stakes: Cenetic
Counseling in a Pediatric Hospital. Chicago: University of
Chi cago Press. Discusses how health professionals work with
col | eagues and patients [sic] in genetic counseling based on
fieldwork in a nedical center.

Bost on Wonen's Heal th Book Coll ective. (1985) The New Cur
Bodi es, CQurselves. Second edition, revised; New York: Sinon
and Schuster. This revised edition of the fem nist
groundbr eaker includes (for the first tinme) disabled wonmen and
details on the concerns of disabled wonmen and girls.

Bow i ng, Ann. (1997) Measuring Health: A Review of
Quality of Life Measurenment Scal es. Second edition, Briston,
PA: Open University Press. A review of a |large nunber of QOL
scal es.

Brantlinger, Ellen. (1995) Sterilization of People with
Mental Disabilities: |Issues, Perspectives, and Cases.

West port, CT: Auburn House. Argues that sterilization advances
t he sexual freedom of people with the |abel nmentally retarded.
Al t hough it can be viewed as an eugenic tool, sonme wonen with
disabilities need to prevent pregnancy permanently for a
variety of reasons. Presents and di scusses sone rel evant case
st udi es.

Brown, Hilary; Smth, Helen. (1989) Wwose Odinary Life
s It Anyway? Disability, Handicap & Society, 4(2): 105-19. A
trenchant review of community care policy and nornalization
fromthe fem nist viewpoint show ng the parallels between
clients and wonen in the ways in which they are viewed and
treated which results in common oppression. Strategies for
change are discussed and the inconsistencies of the val ues of
i ndi vidualism conpetition, and self-reliance (upon which nost
community care policy is based) are shown to be inconpatible
with the integration of disabled people into the community.

Brown, Roy |. Editor. (1988) Quality of Life for
Handi capped People. London: Croom Helm 1In discussing the
concept of "quality of life" this book denonstrates how
uncertain it is. The reality referred to by the termis far
too conplex for a sinple definition. A nunber of illustrations
of the varying ideas are provided.

Bur gdorf, Robert; Burgdorf, Marcia. (1977) The W cked



Wtch Is Al nost Dead: Buck v. Bell and the Sterilization of
Handi capped Persons. Tenple Law Quarterly, 50: 995-1034.

Argues that Buck v. Bell is no |Ionger the | aw of the |and.
However, they fail to state that it has never been explicitly
over ruled and still nust be considered the ruling case.

Burl ei gh, M chael. (1995) Death and Deliverance:

"Eut hanasia" in Germany c. 1900-1945. New York: Canbridge
Uni versity Press. The history and the ideology of the Nazi
program whi ch executed sone 200, 000 people with disabilities
from 1939 to 1945.

Capl an, Arthur L. (1989) The Meaning of the Hol ocaust for
Bi oet hics. Hastings Center Report, July/August: 19(4): 2-3.
The author, who is the director of the Center for Bionedical
Et hi cs, presents the substance of papers given at a conference
on the Hol ocaust and bi oethics. One paper argued that Gernan
bi ol ogy and nedi ci ne contained the theories of racial hygiene
| ong before Hitler came to power. A second paper said that
Nazi scientists followed five norns two of which still exist
in contenmporary medical research. Another one reviewed the
rationalizations of Nazi physicians including utilitarianism
obedi ence to the state, and advancing the war effort. A fourth
one drew parallels between the justifications for Nazi
eut hanasi a and present day argunents. A fifth one contended
that the results of the Nazi experinments should be avail able
to help others. Two survivors, Susan Seiler Vigorito and Eva
Kor, said that it would be conmplicity with the Nazis to do so.
Anot her survivor said that those studies had no contribution
to make. Discussion nmade it clear that the clains of the Nazis
had already entered contenporary science. An inportant
question is why it took forty years for the question of their
use to conme forth.

Churchill, L.R (1985) Which Infants Should Live? On the
Useful ness and Limtations of Robert Weir's Sel ective
Nont r eat ment of Handi capped Newborns. Soci al Science and
Medi ci ne, 20: 1097-1102. A review of Selective Nontreatnent of
Handi capped Newborns by Robert Weir (1984) which is described
as the first systematic treatnment of the problem The
implications of Weir's book are presented for several current
i nst ances.

Cohen- Al magor, Raphael (2002) The Right to Die with
Dignity: An Argunent in Ethics, Medicine, and Law. Rutgers:
Rut gers University Press. Defends physician assisted suicide
based on active and passive euthanasi a.

Dwor ki n, Ronald. (1993) Life's Dom nion: An Argunent
About Abortion, Euthanasia, and Individual Freedom New YorKk:
Al fred A. Knopf. An analysis and attenpted reconciliation of
conflicting views of abortion and euthanasi a.

Evans, Daryl. (1989) The Psychol ogi cal | nmpact of
Disability and Illness on Medical Treatnment Deci sionmaking.
| ssues in Law & Medicine, 5(3): 277-99. Although originally
predi sposed to think otherw se, Evans found that parents of
newborn infants with spina bifida were equally influenced by
positive and negative enotions about disability and di sabl ed



peopl e.

Fancher, Raynond E. (1985) The Intelligence Men and the
. Q Controversy. New York: WW Norton & Conpany. Exani nes
t he persons who originated the concept of I.Q and sone of the
controversy surrounding its use.

Field, Martha A.; Sanchez, Valerie A (2000) Equal
Treatment for People with Mental Retardation: Having and
Rai sing Children. Canbridge: Harvard University Press. A study
of past and present |laws and policies restricting the rights
of people |abelled nentally retarded to have children and to
raise themas parents. It says that they nust be allowed to
make their own decisions and that they have the right to do
Sso.

Gerry, Martin H (1985) The Civil Rights of Handi capped
I nfants: An Okl ahoma ' Experinment'. |Issues in Law & Medi cine,

1: 15-66. Discusses the ethical and noral issues of

wi t hhol ding treatnment from severely disabled infants, the

Okl ahoma experimental programwhich led to the death of 24
infants with spina bifida, and the applicability (in this type
of case) of Section 504, of federal civil rights laws such as
18 USC 241-42, and of recent federal |egislation.

G over, Noreen M; dover, Sanuel J. (1996) Ethical and
Legal Issues Regarding Sel ective Abortion of Fetuses with Down
Syndronme. Mental Retardation, 34(4, August): 207-14. Discusses
the |l egal and ethical issues surrounding the abortion of a
fetus with Down Syndrone when so called "healthy" fetuses are
not abort ed.

Gostin, Larry. (1985) A Monent in Human Devel opnent:

Legal Protection, Ethical Standards and Social Policy on the
Sel ective Non-Treat nent of Handi capped Neonates. Anmerican
Journal of Law and Medicine, 11: 31-78. A discussion of the

| egal, ethical, and social aspects of nontreatnment of severely
di sabl ed newborns. A new noral standard is proposed based on
personal interests. After reviewing the Child Abuse Amendnent
of 1984 the author suggests that his work will assist the
courts in balancing the disabled child' s right to privacy with
the | aw s requirenents.

Goul d, Stephen Jay. (1985) The Flami ngo's Sml e:

Refl ections in Natural History. New York: WW Norton &
Conmpany. This very readable work is a collection of Gould's
essays which first appeared in Natural Hi story Magazi ne. One
of the themes is that the world can be explained in
evolutionary terms: "The proof that our world is Darw nian
lies in the |large set of adaptations arising only because they
enhance reproductive success but otherw se both hinder

organi sns and harm species." (page 45) Essay 4 (pages 64-77)
is a curious discussion of whether persons joined and sharing
bodies are one or two individuals. It is a type of disability
por nogr aphy because he treats them as objects. Essay 20 (pages
306-18) is the best avail abl e di scussion of Buck v. Bell
showi ng - anmobng other things - that Carrie Buck and her
daughters were not nentally retarded and that Carrie was the
victimof sexism Essay 21 (pages 319-32) discusses Cyril



Burt's fraudulent claimthat 80% of intelligence is inherited.
Goul d al so says in this essay that | Q does not neasure
intelligence, that nature and nurture interact, and that

bi ol ogi cal determ nismis blam ng the victim (of soci al
evils).

Groce, Nora Ellen; Cham e, Mary; Me, Angela. (1999)
Measuring the Quality of Life: Rethinking the World Banks's
Disability Adjusted Life Years. International Rehabilitation
Review, 49(1 & 2): 12-15. A very stringent criticismof the
DALYs with excell ent argunents.

Gross, Richard H.; Cox, Alan; Tatyrek, Ruth; Pollay,

M chael ; Barnes, WIlliam A (1983) Early Managenent and
Deci si on Making for the Treatnment of Myel oneni ngocel e.

Pedi atrics, 72(4): 450-58. Describes the program for the

sel ection and treatnent of newly born with spina bifida. Wile
acknow edging the difficult ethical concerns, it presents the
use of class data to arrive at a quality of |ife measurenent
as to whether or not to treat the infant.

Hal ler, MH (1963) Eugenics: Hereditarian Attitudes in
Anmerican Thought. New Brunswi ck: Rutgers University Press. A
hi story of the eugenics novenent in the US.

Hasi an, Marouf A., Jr. (1996) The Rhetoric of Eugenics in
Angl o- Aneri can Thought. Athens, Georgia: University of Georgia
Press. How the | anguage and the ideas of Eugenics penetrated
soci al thought in the nineteenth and twentieth centuries.

Hrst, M (1985) Young Adults with Disabilities: Health,
Enmpl oynent and Fi nancial Costs for Famly Carers. Child: Care,
Heal t h and Devel opnent, 11: 291-307. Mothers of disabl ed
youths are nore likely to have a severe chronic illness, to
have synptons of psychiatric problens, to have |l ess work force
i nvol venent, fewer hours of work, and | ower earnings than
not hers of non-di sabl ed yout hs.

Hol | ander, Russell. (1989) Euthanasia and Ment al
Ret ardati on: Suggesting the Unthi nkable. Mental Retardation,
27(2, April): 53-62. After reviewi ng the Eugenics Muwvenent in
the nineteenth century he concludes that the sane reality -
killing people |abeled nentally retarded - exists in this
century. It could increase if protests do not occur

Hol t zman, Neil A. (1989) Proceed with Caution: Predicting
Genetic Risks in the Reconmbi nant DNA Era. Baltinore: Johns
Hopki ns University Press. Although the reconbi nant DNA
procedures can be beneficial, there could be a danger in that
there will be pressure on pregnant wonmen to abort fetuses
which m ght be at risk. Testing should be neither curtail ed
nor inposed on anyone. Mre know edge of probability and
genetics is needed by everyone.

Hubbard, Ruth. (1990) The Politics of Whnen's Bi ol ogy.
New Brunswi ck: Rutgers University Press; 1990. Di scusses the
political and social assunptions of biology, especially
geneti cs.

Huef ner, Di xie Snow. (1986) Severely Handi capped Infants
with Life-Threatening Conditions: Federal Intrusions into the
Deci sion Not to Treat. Anmerican Journal of Law & Medi cine,



12(2): 171-205. An extensive discussion of Bowen v. Anmerican
Hospital (1986).

Hunmphry, Derek. (1986) The Case for Rational Suicide.
Eut hanasia Review, 1(3): 172-76. Rational suicide is

justifiable for termnally ill or severely disabled persons
provi ded that the individual is mature, seeks nedical help,
makes all | egal provisions necessary, avoids crimnal

liability for others, and |l eaves a witten expl anation. There
is also a discussion of how rational suicide is a form of
sel f-control

Kane, F.l. (1985) Keeping Elizabeth Bouvia Alive for the
Publ i c Good. Hastings Center Report, 15: 5-8. Conpletely
nm sunder stands the ethical inport of the Bouvia case by
asserting that personal autonony in such situations nust give
way to the primary principle of respect for life.

Kane, F.l. (1985) What Nurses Profess: The Elizabeth
Bouvi a Case. Health Progress, 66 (July-August): 52-54, 68.
Nurses are bound by a noral code or set of ethical principles
whi ch woul d keep them from assi sting Bouvia in her suicide.
They are concerned with protecting life, public health, and
t he general welfare and thus are commtted to assisting
di sabled and ill persons. Nurses nmust reflect upon their
et hi cal standards and go beyond nmere tol erance, technical
proficiency, and a therapeutic understanding of the patient's
needs. They nust reaffirmthe sacredness of |ife and health.

Kapl an, Robert M (1994) Using Quality of Life
I nformation to Set Priorities in Health Policy. Soci al
| ndi cators Research, 33(1-3, August): 121-63. Sets forth the
General Health Policy Mddel as an instrument for making health
policy decisions. The Moddel sets 1.0 as perfect health and 0.0
as death and provides only negative aspects for the judgenent.
These negative aspects reflect the conmon stereotypes of
di sability. The author of this abstract cal cul ated that he was
over half way to death - primarily because he uses a
wheel chai r.

Kapp, Marshall B. (1989) Rationing Health Care: WII It
Be Necessary? Can It Be Done Wthout Age or Disability
Di scrimnation? Issues in Law & Medicine, 5(3): 337-51. The
aut hor argues that rationing of health care on the basis of
age is not constitutional nor ethical. He presents
al ternatives. Conpanion to article with identical nanme by
Dani el Cal | ahan.

Kent, Deborah. (1985) Public Policy and Ethical Choice: A
Revi ew of Playing God in the Nursery, by Jeff Lyon. Journal of
Vi sual | npairment & Blindness, 79: 416-20. A trenchant review
of Lyon's book which gives a biased presentation of the Baby
Doe Case. Kent raises very good questions about determ ning
whet her di sabled infants should receive nedical attention on
t he basis of the supposed quality of the infants' future life.
She exposes the biases in Lyon's presentation.

Kevor ki an, Jack. (1991) Prescription: Medicide - The
Goodness of Planned Death. Amherst, NY: Prometheus. His early
and strident call for active euthanasia of persons with | ow



quality of life (as he sees it).

Koch, Tom (1998) The Limts of Principle: Deciding Wo
Lives and What Dies. Westport, CT: Praeger Publishers. A
critique of bioethics and offers a new approach.

Kol ker, Aliza; Burke, B. Meredith (1998) Prenatal
Testing: A Sociol ogical Perspective. Westport, CT: Bergin &
Garvey. Discusses the sociol ogical, psychol ogical, and ethical
ram fications of prenatal testing using as data interviews
with genetic counselors and wonen who were tested.

Konmesaroff, Paul A. Editor. (1996) Troubl ed Bodi es:
Critical Perspectives on Postnodernism Medical Ethics, and
t he Body. Durham Duke University Press. Covers abortion,
physi ci an-patient relationship, the social construction of
illness, and other topics.

Kuhl, Stefan. (1994) The Nazi Connection: Eugenics,
American Racism and German National Socialism New York:
Oxford University Press. Denonstrates the |inks between the
Eugeni cs Movenent in the US and the racial hygi ene novenent in
Ger many.

Kuhse, Hel ga; Singer, Peter. (1985) Should the Baby Live?
The Probl em of Handi capped Infants. Oxford: Oxford University
Press. A chilling discussion of why sone babies - so-called
severely di sabl ed babies - should be allowed to die.

Laughlin, H (1922) Eugenical Sterilization in the United
States. Chicago: Psychopathic Laboratory of the Muinici pal
Court of Chicago. The classic call for the sterilization of
di sabl ed persons witten by the executive secretary of the
eugeni cs novenent in the US.

Longnore, Paul. (1985) Screening Stereotypes: |mges of
Di sabl ed People. Social Policy, Summer: 31-37. How prejudicia
attitudes toward people with disabilities are formed by
di scri m natory stereotypes.

Lund, Nelson. (1985) Infanticide, Physicians, and the
Law. The ' Baby Doe' Anmendnments to the Child Abuse Prevention
and Treatnent Act. American Journal of Law & Medicine, 11
1-29. Infanticide has reappeared in Western civilization in
t he neonatal intensive care unit where infants who are
| abel l ed mental ly retarded, who have spina bifida, and/or who
are born premature are allowed to die. The questions are who
wi Il decide on non-treatnment and what will be the criteria.
The aut hor di scusses the background and the |ikelihood for
success of the new | egislation.

Lust haus, Evelyn. (1985) " Euthanasia' of Persons with
Severe Handi caps: Refuting the Rationalizations. Journal of
t he Associ ati on on Severe Handi caps, 10: 87-94. Exam nes and
refutes the two nost conmmon argunments that severely disabl ed
persons should be allowed to die: that they are not really
people and that they lack a quality of life.

Lyon, Jeff. (1985) Playing God in the Nursery. New York:
WW Norton & Conpany. A very disturbing book which presents a
bi ased view of the Baby Doe case and then details the
financial and enotional burdens of raising a disabled child.



He goes on to describe the |ife of disabled persons as being
not hing el se but suffering and pain. On the surface his
present ati on appears reasonable and | eads to the position of
wi t hhol di ng medi cal care to disabled infants as a solution to
the "disability problem™

Mar kus, K. (1989) The Nurse as Patient Advocate: |Is There
a Conflict of Interest? Santa Clara Law Review, 29: 2-35. A
di scussion of the historical and institutional basis of the
conflicts between a nurse's duty to patients, enployers, and
physi ci ans. The courts have wongly applied ethical principles
in cases of conflicts because there are few guidelines
avai l able. State nurse licensure statutes need to provide
protection for good faith acts of advocacy on behal f of
patients by nurses.

Masters, Roger D. (1990) Evol utionary Bi ol ogy and
Political Theory. American Political Science Review, 84(1):
195-210. Using a Platonic ontology this sinplistic essay
points to several ambiguous "facts" about human behavi or which
| eads himto conclude that a study of evolutionary biology and
human behavi or is necessary to understand and do political
theory. The political theorist nust understand that sone
people are inferior to others.

Mazundar, Pauline. (1992) Eugenics, Human Genetics, and
Human Failings. New York: Routledge. History of the British
eugeni cs novenent using new archival sources.

Merrick, Janna C. (1989) Federal Intervention in the
Treat ment of Handi capped Newborns: Baby Doe Regul ati ons and
the 1984 Child Abuse Anmendnents. Policy Studies Review, 8(2):
405-19. A history of the Baby Doe controversies which
concl udes that there was nuch debate and enotions, but not a
problem to begin with nor any change afterwards.

M ringoff, Marque. (1989) Genetic Intervention and the
Probl em of Stigma. Policy Studies Review, 8(2): 389-404. An
accepted social good (prevention and elim nation of genetic
condi tions) can have a social cost in terns of reducing social
t ol erance for persons who have the genetic condition and for
di sabl ed persons in general. Not that the suffering and
probl ems are good in and of thenselves, but that we nust take
a careful approach as we nmake genetic advances. However,
genetic intervention, in its nost extreme form says that we
are afraid of that differentness and will prevent its
appear ance.

M ringoff, Marque-Luisa. (1991) The Social Costs of
Genetic Welfare. New Brunswi ck: Rutgers University Press.

Di scusses the conflict between disability activists and those
persons who want to prevent people with genetic based

disabilities from being born. She characterizes the return of
Eugeni cs as the change from social welfare to genetic welfare.

Morris, Jenny. (1991) Pride Against Prejudice:
Transform ng Attitudes to Disability. Phil adel phia: New
Soci ety Publishers. The author begins by stating how fenm ni sm
ignored its basic assunption (that the personal is political)
in regard to disability and shows how t he concept of nornal



produces prejudice agai nst people with disabilities. She

di scusses eut hanasia and how people with disabilities are
still threatened by it. In discussing abortion she says that
abortion on demand because of a disabled fetus calls into
guestion the right of all people with disabilities to |ive.
She does favor abortion availability, however. In discussing
quality of life she points out that living with a disability
can be painful and difficult and to deny that is to deny part
of the disability experience. And to say that the wonman has
the right to decide on abortion neans that we ignore the
constraints on wonen from society's prejudice toward and a

| ack of resources for people with disabilities. It also
results in the wonman having sole responsibility while there is
a denial of social responsibility toward women and people with
disabilities. A fetus with a disability which is viable
outside of the wonb and a newly born baby with a disability
have the sanme civil rights as a non-di sabled fetus or newborn.
And to kill or to let die a fetus or newborn has a high cost
to the people involved. The refusal to see people with
disabilities as real people and as we actually are is the

wor st form of oppression. People with disabilities have the
right to be both different and equal. Charity nmust be rejected
and disability pride devel oped. People with disabilities nust
become enmpower ed.

Munetz, MR ; Lidz, CW; Meisel, A (1985) Inforned
Consent and | nconpetent Medical Patients. Journal of Famly
Practice, 20: 273-79. A patient who is nentally incapacitated
requires a surrogate decision maker. The situation arises nost
frequently with a patient who was capabl e, but who slowy
becomes incapable. It also arises with comatose, nentally
retarded, nmentally ill, and "physically handi capped patients."
VWi | e standards of capacity are not clear, one way is to
determine if the patient understands the physician's view and
opi nion of the best treatnment. The surrogate decision maker
should, if possible, be a famly nmenber.

Mur phy, Robert F. (1989) Subjects and Objects. Disability
Studies Quarterly, Spring: 1-4. As the author, a trained
ant hr opol ogi st, experienced a progressive disability, he
becanme even nore convinced that the observer and the objects
of scrutiny merge ending all pretensions to objectivity. All
soci al scientists have a political agenda and nust operate
with that in m nd.

Nel ki n, Dorothy; Tancredi, Laurence. (1989) Danger ous
Di agnostics: The Soci al Power of Biological Information. New
Yor k: Basi c Books. Diagnostic tests are "instrunents of
control™ used by those in control to keep thenselves in
control. Covers biological and genetic technol ogy, but mainly
focuses on the political inplications which concern autonony,
privacy, and discrimnation.

Nussbaum Martha C.; Sen, Amartya. Editors. (1993) The
Quality of Life. Oxford: Clarendon Press. The chapters in this
wor k di scuss fromthe viewpoint of econom cs and phil osophy
what conprises quality of life. The chapters are very good,



but when disability is discussed it is usually on the |evel of
t he happy cripple. For exanple, one question concerns whether

Tiny Tim should be denied a wheel chair because he is so happy

even wi thout one. Includes the chapter by Dan Brock which says
t hat not nuch of depth can be gained fromthe fields of health
care and nedi cal ethics.
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