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I n  the current era of globalization, the 
establishment of the "International Network on 
Ethics and Intellectual Disability" is a much 
welcomed development.

At a time when few areas of our lives
remain unaffected by phenomena occurring at
world level, it is only just that the ethical
interests of persons with intellectual
disabilities be considered in a global
perspective. The network appears as an ideal
grapevine for the ethical consideration of
intellectual disability issues in a multicultural
perspective. It is my wish that it reaches out to
collaborators worldwide and that the resulting
exchanges foster contributions for the benefit
of persons with intellectual disabilities.

Importance of New Network

The creation of another Network aimed at 
mental health as a common goal is an 
important acknowledgment of the fundamental 
nature of the field. It is a reflection of the 
multiple facets embraced by mental health. I 
am pleased that, through this new Network, 
mental health issues are given due weight, 
while particular attention is given to the 
specifics of intellectual disability.

(Continued on page 2)

Dr. J. A. Costa e Silva is Director, Division o f  
Mental Health World Health Organization

Welcome to the 
Newsletter of the 

Network on Ethics and 
Intellectual Disabilities

T h e  Network on Ethics and Intellectual 
Disabilities is established to support the effort 
of those engaged in, or committed to, health 
care ethics who are concerned about the 
position of mentally handicapped persons in 
society.

It is established to support the efforts of 
such people and enable them to share their 
interests and concerns in this field with others 
who have similar interests.

The Network is associated with the 
International Association of Bioethics, but 
membership in the network does not include 
membership in the IAB. The newsletter 
intends to stimulate exchange of views and 
ideas among people from various backgrounds 
and is not committed to any particular school 
of thought.

This first edition of the newsletter is an 
initial effort to begin building contacts among 
those working on or concerned about the 
ethical dimensions of intellectual disability. In 
the future we will publish brief articles and 
case studies, book reviews, bibliography, and 
announcements of meetings. Information on 
ethical, social, and legal developments 
regarding mental disability that is relevant to 
the members of this network can be 
communicated to the editors at the addresses 
listed on the mast head.

Johannes S. Reinders and Robert M. Veatch, 
Network Coordinators
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Multicultural Ethics and Intellectual Disability
(Continued from  page 1)

WHO Efforts

The Division of Mental Health of 
the World Health Organization has for 
a long time incorporated ethical 
dimensions of multicultural nature into 
its activities. One example has been the 
development of clinical descriptions and 
diagnosis guidelines for mental and 
behavioral disorders based on 
investigations conducted by over 110 
institutes in some 40 countries. 
Another has been the production by 
WHO of an international classification 
of impairments, disabilities, and 
handicaps now in use worldwide. 
Mental health disorders allow much 
room for differences in assessments. 
Therefore, culturally-sound 
classifications and descriptions of 
mental health disorders and related 
impairments, disabilities and handicaps 
are unquestionable prerequisites to any 
ethical work at global level. Another 
illustration has been the launching of a 
worldwide study—currently in its final 
phase —analyzing and comparing 
mental health legislation dealing with 
hospitalization, treatment, and social 
integration of persons.

More recently, a new subunit 
designed to deal with Human Rights, 
Ethics and Mental Health Legislation 
was created within the Division of 
Mental Health (Mental Disorders 
Control Unit) to formalize WHO's 
commitment in the field. Further efforts 
envisaged include a comparative review 
of social security legislation and 
systems in a sample of countries. They 
also include an effort to make legal and

ethical knowledge available worldwide 
through a structured dissemination 
strategy currently in preparation.

Ethics and Prevention

One important theme for ethical 
reflection is prevention. It has been 
alluded that efforts to prevent mental 
retardation at the prenatal stage may be 
unethical if they are to "shape" 
individuals and affect their personality. 
For years now, it has been a tendency 
among public health policy makers to 
give preventive efforts priority over 
curative. The logic behind this choice is 
obvious: it is preferable to avoid ill- 
health through timely intervention that 
will prevent the development or 
occurrence of disorders rather than 
treating them ex post facto.

There is no apparent reason the 
prevention of mental retardation should 
be thought of differently. It is a 
common ethical principle of the various 
disciplines of medicine-ethical in itself 
and stated as such in the Hippocratic 
Oath-that interventions should aim at 
the attainment of health. In the end, it is 
important to make clear that preventive 
measures are aimed at ill-health, not at 
individuals. A recent document 
prepared by WHO's Division of Mental 
Health on the primary prevention of 
mental retardation has already been 
widely distributed.

Multi-Faceted Collaboration

Ethics, as it applies to intellectual

disability in a multicultural perspective, 
involves three types of collaboration: 
across disciplines, cultures, and partici
pants in the therapeutic dynamic.

The concept of disability carries 
with it the image of a limitation that can 
be, at least in part, minimized by 
specific interventions. These 
interventions can be of various types 
and draw from different disciplines. 
For instance, a medical intervention 
may bring about some level of recovery; 
occupational therapy may help compen
sate disability; and policy, legislation, 
and programs may be designed and 
implemented to facilitate the social 
integration of persons with intellectual 
disability, thus decreasing the degree of 
handicap. The multi-disciplinary nature 
of ethics gives this science the distinct 
advantage of being in a position to work 
towards the harmonious actions of 
several types of interventions drawn 
from different disciplines.

It is therefore essential for any 
ethical effort at the international level to 
consider the cultural dimension. 
Culture needs not only be considered as 
a matter affecting substance but also as 
a matter affecting methods and 
structures of thinking. Hence, the 
importance of including cultural input 
in any ethical thinking at the conceptual 
stage, as opposed to merely making it 
one issue for consideration among 
others. Ethics, unlike legislation, is not 
limited by boundaries. As such, it is 
perhaps more amenable than law to 
some level of consensus which 
transcend borders, hence to some actual 
global consensus.
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Collaboration among participants 
in the therapeutic dynamic is essential if 
any meaningful consideration of ethics 
and intellectual disability is to occur. 
The participants primarily concerned 
are of course intellectually disabled 
persons themselves. Not only does their 
voice legitimize the process; their 
perspective enriches it. The perspective 
of families is also vital: they first are in 
contact with the dilemmas brought 
about by mental health disabilities. 
Next are mental health care providers, 
including of course physicians but also 
other participants, such as nurses, 
educators, social workers, and 
occupational therapists. As
nonclinicians, public health managers 
are often overlooked, although their 
input matters if adequate social 
measures are to be designed and carried 
out.

Concluding Remarks

It is difficult to conclude without a 
word on the stigma attached to mental 
retardation. Stigmatization is perhaps 
the leading disabling consequence of 
mental disorders and efforts are much 
needed to protect persons with mental 
disorders from its effects. Yet, 
experience indicates that measures 
aimed at fighting stigma directly are 
bound to have low rates of success. 
Cliches and stereotypes are resistant to 
changes. In this context, it seems 
preferable to focus on reprimanding 
stigma-driven actions (such as 
discrimination) rather than attempting 
to modify individual predispositions 
towards stigma. The contribution of 
ethicists is vital if the norms developed 
to that end are to be a balanced 
reflection of current values.

The Law and Retardation

Brief summaries of important legal 
cases will appear from time to time in 
the newsletter. Irene A  McDonald

Ricci v. Okin, 823 F. Supp. 984 
(1993), United States District 
Court, District of Massachusetts.

In 1972 a class action was filed on 
behalf of the mentally retarded residents 
of five Massachusetts institutions 
asserting that conditions there were so 
inadequate that they violated the 
residents' constitutional and statutory 
rights. In 1977 the District Court 
entered a set of consent decrees, which 
were negotiated by the parties, and 
actively oversaw their implementation 
over the years. By 1986, conditions had 
improved to the point where the court 
entered the "October 1986 Order" 
which, in the court's view, represented a 
"step of disengagement." The order 
required the state to create an Office of 
Quality Assurance to monitor further 
compliance with the decrees, to assure 
mentally retarded persons of the 
services to which the law entitled them, 
and set forth a list of specific tasks that 
the state was to accomplish. At the end 
of a three year period, the court 
reviewed compliance of this final order. 
On May 25,1993, Judge Joseph Tauro 
signed a comprehensive Order closing 
the federal court's oversight of these 
cases. A key factor in Judge Tauro's 
decision to do so was Governor Weld's 
creation of the Governor's Commission 
on Mental Retardation, a commitment 
to the mission of safeguarding the 
health, safety and well-being of people 
with mental retardation.

Case Studies in Mental 
Retardation Ethics

Case Studies in Mental Retardation 
Ethics will appear in the Newsletter 
on Ethics and Intellectual Disabilities 
in each issue. Cases represent real 
situations that have been modified 
sufficiently to provide for anonymity 
and clarity. Readers are invited to 
submit brief responses to the cases or 
new scenarios for future cases.

Romance 
Among 

the Retarded

This case comes from the West 
Virginia Network of Ethics 
Committees, Alvin H. Moss, M.D.

A 34-year-old moderately mentally 
retarded woman resides in a nursing 
home. The state Department of Health 
and Human Resources has been 
appointed her legal guardian. She 
recently has acquired a boyfriend, 
another resident in the nursing home. 
She has informed her social worker that 
she intends to make sex a part of the 
relationship.

The person presenting the case 
asks, "Should she (or her boyfriend) be 
moved to another facility or should the 
relationship be allowed to continue?"
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ILSPMH (International League o f  
Societies for Persons with Mental 
Handicap), Just Technology? From 
Principles to Practice in Bio-Ethical 
Issues, L'Institut Roeher Institute, 
North York, Canada, 1994,178p.

Concern for the rapid development 
in the field of human genetics and its 
implications for the lives of persons 
with mental handicaps induced the 
ILSPMH in 1988 to organize an Open 
Discussion Forum. After several 
meetings of this group the resulting 
material is published as an issue paper 
to which several working papers and 
documents are attached that contain 
much useful information and food for 
thought. Subject of this review is the 
issue paper that constitutes the central 
piece.

Starting with a distinction between 
the 'positive potential' of genetic 
research and technology on the one 
hand, and its negative impact on people 
with disabilities on the other, the aim of 
the paper is to argue that the latter does 
not undo the former.

The structure of the paper covers 
three chapters. The first provides an 
overview of the risks of genetic 
research, which attempts to substantiate 
the League's concerns about this 
research. The second provides an 
account of a set of general moral 
principles to be applied to avert these 
risks. The third presents the actual 
discussion of some of the practical 
issues that result. In this review article 
I briefly summarize each of the three 
chapters and at the end make a few 
remarks, in which I focus on the 
approach to bioethics taken in this 
publication.

Reviewed by Johannes S. Reinders

Ideology in Doing Science

The analysis of the risks begins 
with observations about the interaction 
of scientific research and ideology. 
This interaction implies that research 
and the direction it takes are often 
guided by ideological trends in society, 
in this particular case the assumptions 
and values that lead to differential 
treatment of people with mental 
disabilities. "Modern scientific 
practices such as Selection by 
Prevention cannot help but be informed 
by paradigms about disability and the 
human ideal (p.7).” Such paradigms 
include assumptions that people with 
mental handicap suffer from their 
disabilities or that the value of life 
depends on physical qualities of the 
individual.

Four "areas of risk" are then 
explored to show how these paradigms 
may thwart the positive potential of 
genetics converting it into something 
dangerous: the "geneticization of human 
difference," the "reinforcement of 
existing discrimination," the 
diminishing of "choice and self- 
determination of people with 
disabilities," and the influence of each 
of these on decision makers in the 
application of research.

Geneticization, which is the 
reductionist explanation of human 
difference in biological terms, tends to 
re-establish the medical perspective that 
dominated the field of mental disability 
for most of the twentieth century. It 
fostered the language of defect, 
abnormality, and malformation. This 
perspective tends to understand 
disability in pathological rather then 
social terms. The risk here is that the 
availability of medical procedures such

as in vitro fertilization and prenatal 
diagnosis foster an attitude towards 
human reproduction that prizes "genetic 
quality control" (p. 11). The legitimate 
aim of making such procedures 
available cannot be to eliminate the 
class of people with disabilities. The 
reinforcement of discrimination follows 
as a "natural" consequence of this 
attitude. Particularly when the mistaken 
view is publicly held that human 
genetics provides the means to prevent 
the birth of people with disabilities, 
strong views on the prevention of the 
lives with mental disability may easily 
affect the attitudes to people with 
disabilities whose lives medicine was 
not yet capable of preventing.

Within this cultural climate the 
freedom of reproductive choices may be 
in jeopardy when preventive strategies 
such as abortion are "offered" as the 
appropriate solution once a genetic 
defect is diagnosed. Such pressures 
may discourage people from accepting 
a child with disabilities. The same is 
true for decisionmaking processes that 
are also informed by invalid 
assumptions about the lives of people 
with disabilities. "Public standards of 
normality" guide consciously or 
unconsciously decisions on which 
direction the development of medical 
technology should take. The direction 
may well be to prevent rather than to 
ameliorate the lives of the mentally 
handicapped.

In the second chapter, four general 
principles from which ethical guidelines 
with regard to the developments in 
human genetics are derived. These 
principles are justice, non- 
discrimination, diversity, and autonomy. 
Although the discussion of these 
principles in the issue paper is rather
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short (pp.23-25), the ethical position 
that provides the interpretative 
framework is clear. Moral concerns 
regarding genetic defects and their 
effects upon people's lives and upon 
society at large should not be guided by 
considerations of best interests and 
beneficence (with regard to disabled 
individuals and their families) and not 
by social utility—efficiency and cost 
effectiveness—(with regard to society at 
large).

The Role of Rights

Hence the strong emphasis in the 
paper upon rights and equality, which 
not only determines the principle of 
justice, but also the principles of non- 
discrimination and autonomy. Both the 
latter principles serve to justify the shift 
of decision making powers from the 
professionals in the bio-medical 
sciences to the people who either have 
to make reproductive choices or who 
have to cope with disabilities. 
Particularly for the latter a claim to 
expertise is made against these 
professionals who often know very little 
about the actual lives of people with 
mental disabilities and their families.

The third chapter brings these 
principles to bear upon practical issues. 
Arguing from the principle of justice 
and equal rights, the issue paper rejects 
the notion of a poor quality of life taken 
as a sufficient reason for the selective 
abortion of fetuses affected by genetic 
disorders. Moreover, the same 
considerations are forwarded to argue 
for the equal right to medical treatment 
and against mercy killing. The principle 
of non-discrimination is applied to the 
rapidly spreading practice in some 
countries to submit all pregnant women 
beyond a certain age routinely to genetic

screening procedures. Even when on a 
voluntary basis, such practices serve to 
distinguish between disabled and non- 
disabled fetuses and, hence, violate the 
non-discrimination principle.

Furthermore, the same principle 
applies to the practice of genetic 
counseling, which ought to be strictly 
"non-directive" and non-discriminative 
by abstaining from any form of 
pressures to terminate pregnancies of 
genetically affected fetuses. The 
principle of diversity is applied to 
developments in fetal research were the 
selection of embryo's for implantation 
will in the future be open to choice 
based on quality. Finally, the principle 
of autonomy is invoked to establish the 
requirement of uncoerced informed 
consent in each of these areas.

This summary cannot do justice to 
the much more detailed analysis in this 
third chapter of the paper, but it may 
be sufficient to indicate the general 
thrust of its main argument. The aim is 
to oppose conceptions of the value of 
life based on individual physical and 
intellectual qualities. To block these 
conceptions from dominating practical 
decisions with regard to people with 
mental disability, the argument affirms 
the rights to equal treatment. Although 
I am sympathetic towards the analysis 
of the problem in Chapter One (the 
risks), I have grave doubts about the 
adequacy of the proposed solution. In 
general, to base the case for the 
commitment of society towards the 
mentally disabled on a theory of equal 
rights may very well be counter- 
productive and potentially dangerous 
for these people. Given the dominance 
of the language of rights in (Western) 
society, this claim is virtually bound to 
be misunderstood, but let me venture to 
make the point briefly, where reasons

of space do not allow an elaborate 
argument.

Given the importance of the claim 
to equal rights in the argument, the 
question is: what is the basis for 
equality in this context? Once one 
starts to think about this question, it 
occurs that the answer cannot be found 
in the political conception of the person 
that informs the language of rights in 
liberal democratic society. The reason 
is that this conception presupposes the 
individual capacities of self- 
determination and self-governance, 
capacities that people with mental 
disability lack to a greater or lesser 
extent because of their handicap. The 
basis of equality must therefore be 
derived from a different understanding 
of what it means to be human, an 
understanding that does not depend on 
the liberal notion of the person.

The Role of Dependency

The problem with the central 
argument in the issue paper is then, that 
it seeks to establish the basis of 
society's commitment towards the 
disabled cm a notion of equal rights that 
is central to political morality. But this 
will only work if this notion is grounded 
in an understanding of what it means to 
be human that precedes the domain of 
the political. Only people who 
understand that part of being human is-- 
among other things-to be dependent 
upon other people's support, only those 
people will see the point of being 
committed to people who are in need of 
support. The language of rights is 
parasitic upon an underlying 
commitment to solidarity based on the 
fact of human interdependence. 
Without this underlying commitment 
the language of rights is potentially 
dangerous because it may lead to equal
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expectations that people with mental 
disability cannot possibly satisfy.

To give one example for this strong 
claim from the issue paper itself, 
consider the plea for autonomous 
reproductive choice (pp. 32-34). If 
concern for discriminatory and 
"eugenic" tendencies in the development 
of human genetics is justified because 
of widespread assumptions about the 
poor quality of disabled lives, it seems 
rather unwise to let people decide for 
themselves whether or not to accept a 
disabled child. The argument as found 
in the paper for shifting decision 
making power from the professional to 
their "clients" can only make sense 
when it is assumed that people share a 
view on what it means to be human that 
includes a commitment to dependent 
others, such as the mentally disabled. 
To argue this inclusion on the basis of 
equal rights is flawed, because equal 
rights is what we claim against people 
who are not inclined to recognize their 
responsibilities towards the claimants. 
Such disinclination makes the basis of 
equality on which the claim is grounded 
very critical.

Much of the equal rights-approach 
in the issue paper returns in the append
ices, which are "working paper" that 
deal subsequently with prenatal 
diagnosis, counseling and selective 
abortion, with withholding treatment 
and with reproductive technology. 
Apart from easily accessible 
information about developments in 
these areas, the working papers inform 
the reader about the activities and 
positions that the ILSPMH takes on the 
issues involved. Thus this publication 
entails enough "food for thought" for 
readers who share the League's 
concerns about society's commitment to 
the mentally disabled.

Case Studies in Mental Retardation Ethics

Case Studies in Mental Retardation Ethics will appear regularly in the Newsletter. 
Cases represent real situations that have been modified to provide for anonymity 
and clarity. Readers are invited to submit brief responses or new scenarios.

A Mother’s Request to Sterilize Her 
Sexually-Active Daughter

Joseph E Beltran, D. Min.

Ms. RS is a 28 year old developmentally disabled woman with moderate mental 
retardation who has lived in a residential facility since age three years. RS is an 
outgoing, very friendly woman. She has a job at a sheltered workshop assembling 
trophies for a local company. RS works six hours a day, five days in the workshop.

RS's mother is a 48 year old divorced woman who is very involved in her 
daughter's life, visiting on a regular basis. RS's mother contacted administrators at 
the residential facility and is requesting to have her daughter surgically sterilized.

The mother cites three reasons for the request: 1) that RS is attractive, friendly, 
and outgoing; 2) that oral contraceptives have unacceptable side effects; 3) and that 
RS's mother has multiple sclerosis and is concerned about her daughter's well-being 
once she dies. She claims that RS would not be able to carry out the responsibilities 
of motherhood.

The mother is not the legally appointed conservator empowered to make health 
care decisions, although generally the institution looks to the parents to make such 
decisions. RS's father is not as involved in his daughter’s life as is her mother, but 
does not oppose sterilization of the daughter. RS's mother is making the request 
because a community physician told her her request sounded reasonable. It is 
department policy  not to sterilize persons with retardation as this violates their rights. 
The department's policy required that the mother's request be denied and she be 
informed of her avenues of appeal. The facility bioethics committee was not 
permitted to provide consultation because the administration based their response on 
the department's policy.

• Should the mother have the right to decide that she should be sterilized?
• Should the woman be treated as an adult capable of making her own decisions?
• Should the institution try to have her declared incompetent so a guardian could 

be appointed?
• Should the ethics committee insist that it have a role in the deliberations?

Dr. Beltran, DMin., is the Protestant Chaplain at Fairview Developmental Center, 
a residential facility for the developmentally disabled operated by the State o f 
California and chair o f  its bioethics committee.
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Mailing List

To add your name to the mailing list for the Network 
on Ethics and Intellectual Disabilities write:

Prof. de Johannes S. Reinders
Institute for Ethics
Free University
Amsterdam
The Netherlands
J.S.Reinders@esau.th.vu.nl

OR

Robert M. Veatch 
Director
Joseph and Rose Kennedy Institute of Ethics 
Georgetown University 
Washington, DC 20057-1065 USA 
veatchr@guvax.gecH-getown.edu

The Newsletter of the Network on Ethics and Intellectual 
Disabilities is a publication of the Network. Address 
correspondence to The Joseph and Rose Kennedy Institute 
of Ethics, Georgetown University, Washington, DC, 
20057-1065, USA or the Institute of Ethics, Free 
University, Amsterdam, The Netherlands

Meetings and Announcements

May 18 Stemmier Hall, Dunlop Auditorium Univ. of Penn. 
9AM-5PM

Designing Our Descendants?:Ethical, Legal and Policy 
Issues in Genetic Engineering

Speakers include: Barbara Weber, Jamie Grifo, Gary 
Hodgen, Nelson Wivel, James Wilson, George Annas, 
Ronald Green, George Lundberg, Dorothy Nelkin, 
Charles Rosenberg, Arthur L. Caplan, Eric Juengst, Ruth 
Ricker, John Fletcher.
Contact the Center for Bioethics, University of 
Pennsylvania, fax # 215 573 3035 
e-mail: clinkscales@mail.med.upenn.edu

May 21-25 Huntington Ritz-Carlton Hotel, Pasadena, 
California

The Genome Imperative: Ethical and Policy
Implications in Clinical Medicine

Topics include: Assessing Genetic Technologies: Ethical 
Issue (Thomas H. Murray); Assessing Genetic 
Technologies: Legal Issues (Susan M. Wolf); Ethical 
Issues in the Use of Gene Therapy (Nelson A. Wivel); 
Germline Therapy (Robert M. Veatch and Nancy M. P. 
King); Prioritizing Research: Justice and Race/Gender 
(Alexander M. Capron and John D. Golenski); and Gene, 
Science and Human Values: Reconciling World Views 
(Daniel Callahan).
Contact: Institute for Applied Health Care Ethics, City of 
Hope National Medical Center, Los Angeles California, 
800-667-5310

September 8-10 University City Sheraton, Philadelphia,?A

American Association of Bioethics, Second Annual 
Meeting

Contact the Center for Bioethics, University of 
Pennsylvania fax # 215 573 3035, 
e-mail: clinkscales@mail.med.upenn.edu
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