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Indo-German -multidisciplinary symposium:. Medical ethics today

Introduction

The Max Mueller Bhavan, New Delhi,
along with the All India Institute of
Medical Sciences (AIIMS) and the In-
ternational | Centre  for Genetic
Engineering & Biotechnology, New
Delhi organised this very rewarding
symposium at the Board Room, AIIMS.
27-28 October 1995

Genetic  research

Professor Sharat Chandra (Indian In-
stitute of Science, Bangalore),
chairperson at the first session, set the
ball rolling by pointing out that the first
hundred patients seeking fetal sonogra-
phy a AlIIMS were women with femae
offspring. They requested prenatal di-
agnosis of fetal sex despite the absence
of genetic abnormalities in their fami-
lies. Recent advances in genetics are
and will be used for their'’ non-medical
applications for emotional and cultural
reasons. The yearning for baby boys is
an example. Is it ethically wrong to
help families to have children of the
desired sex?

He also touched upon the vexed ques-
tion, ‘Who owns information? Shou'd
a carrier of disease, detected during a
scientific study, be informed? Can in-
dividuals demand that all data on
themselves be deleted from all data-
bases? Can data obtained during a study
be used in a court of law?. Since it is
now possible to amplify genetic material
supplied for a test or study thanks to
techniques such as polymerase chain
reaction, a huge of amount of material
will soon be collected by laboratories.
Who owns this? Who owns cell lines?
Can they be sold? Is informed consent
of the donor necessary? Can life forms
be patented.

As the distinction between academia
and commerce gets ever more nebulous
and as workers become increasingly se-
cretive and concentrate on the
commercial consequences of research,
we need to confront a whole range of
guestions.

Dr. Hans-Martin Sass (Professor of
Philosophy, Ruhr-Universitat, Germeny
and Kennedy Institute of Ethics, Wash-
ington). pleaded for differentiation
between patents (of which he disap-
proved) and ‘breeder’s privileges
(which are justified). Recognition by
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society and. appropriate rewards to the
discoverer are necessary to ensure dis-
coveries that further medical care,
enlarge the supply of food, help improve
standards of quality control .and effi-
cacy, especially of new life forms and,
in general, make life worth living, es-
pecially for the sick and poor.

He voiced a theme that he was to return
to again and again during the sympo-
sium. In dedling with the new challenges
thrown up by biotechnology as with all
complex situations in biomedicine, we
must also involve lawyers, priests,
teachers and the public at large so as
to empower the people and enable them
to make appropriate choices.

Dr. Ishwar C. Verma (AlIIMS) noted
that non-directive counseling (where the
patient is provided information but is
not led towards one or the other deci-
son) often fals in India as the family
keeps asking the therapist to decide.
Families often do not understand what
is said to them either because the ex-
planation is too technical or was in a
language not familiar to the patient (eg.
explanation offered in  Hindi to a
Nepali).

Dr. Anton Leist (Professor of Philoso-
phy, University of Zurich) felt that as
a scientist, the doctor must present al
rdlevant data to the patient and family
after establishing personal rapport with
them. He must then aso offer his own
recommendation making it clear that
this is his personal view. The final
decision can then be made by the pa-
tient.

Mr. R. Srinivasan (retired Secretary,
Ministry of Hedth, Government of In-
dia) pointed out that in India we have
a wide variation'bf backgrounds of those
seeking health care in India from that
of those providing it, making al medica
consultations encounters between two
widely differing cultures. The anthro-
pological distance traveled by the
patient when he comes to a doctor is,
at times, interpreted by the latter as
evidence of disease. This diversity of
cultures makes it_ imperative that we
learn to carry on meaningful dialogues
with cultural strangers. We must also
ensure fairness of access and sufficiency
of service.. Distributive justice is till
far from being a reality, the chief ob-
stacle being hubris jp=thaca_nrayir:

health care.

Dr. Rita Kielstein (Professor of Internal
Medicine, University of Magdeburg,
Germany) emphasised that the mother
must remain the key person in making
decisions on the life of the fetus with
inherited disease. Mr. Srinivasan was
quick to point out that the reality in
India does not permit a mother to be
a mora agent who can influence deci-
sion on whether her fetus with
hereditary disease should be killed. The
decision is usualy made by her husband
and in-laws and enforced on her.

Assisted reproductive technology

Dr. P. C. Anand Kumar (Hope Infer-
tility Clinic, Bangaore) quoted Richard
McCormick’s statement (1981) that the
morally good is in danger of being
equated with what is technologically
feasible, He spoke of the national guide-
lines on various aspects of reproductive
technology including qudlity control, en-
suring absence of bacteria in sperm
stored in banks, ensuring uninterrupted
supply of electricity and truc informed
consent. His concluding statement was
thought-provoking: ‘If discipline is not
enforced; mediocre; unimaginative pro-
fessionals will emerge from substandard
private medical institutions.’

The law in Switzerland, as enunciated
by Dr. Leist, showed how far we need
to travel to reach an internationa stand-
ard. Switzerland requires all semen
banks to maintain records on al dona
tions of semen. This helps them match
donor to the family in physica charac-
teristics so that the child ‘does not stand
out as an anomaly. It also enables the
resultant offspring, when 16 years or
older, to obtain details on the biological
father and, if so desired, meet him. The
law also restricts the supply of semcn
to couples where the social father is
alive and the marriage is intact.

Dr. Indira Hinduja (Jaslok Hospital,
Bombay) commented on the fact that
in India, even when the defect causing
infertility lies in the husband, the socia
stigma is borne by the wife who cannot
or will not proclaim her normalcy. Ar-
tificid insemination is therefore carried
out in great secrecy. On the other hand,

donation of the egg is publicly pro-

claimed as the husbands manhood is
unger_a.cloud  She also commented
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on the high cost of the donated egg -
Rs. 25,000 or more. The cost for in
vitro fertilisation of eggs is Rs. 100,000
per cycle with a 30% chance of success.

Dr. Punit Bedi (consultant obstetrician,
New Delhi) felt that infertility necessi-
tating assisted reproduction, is an
economic disease. informed consent for
such therapy must include a detailed
explanation of all costs and the chances
of failure. Dishonest directive counsel-
ing has made families sell whatever
little they possess in the hope of be-
getting a child. He was not optimistic
about any form of audit by any agency
in' the current situation where case re-
cords are hardly ever maintained by any
practitioner. There is thus a total lack
of accountability. This is likely to per-
Sist as assisted pregnancy involvesa ot
of money and the need to generate large
profits must, inevitably, lead to unecthi-
cal practices.

Professor D. Banerjea (Lal Bahadur
Shastri Nationa Academy of Admini-
gtration) cautioned against relying on
the law and legal processes. The law
is what is does and not what it says.
It is a subset of the social system and
with the general erosion of character,
islikely to prove ineffective until stand-
ards are raised. It makes good sense to
strengthen autoregulation by the profes-
sion with senior members taking the
lead. The law should be reserved only
for the recalcitrant minority. Unfortu-
nately, at present, the cthical are in a
minority. Dr. Hans-Martin Sass
agreed. Whilst the law is a powerful
agency, in matters medical, especialy
when they concern making love and
babies, empowering the people -
through the media, schools, colleges,
philosophers, religious leaders- is more
likely to prove effective.

Ethics of dealing with death

Dr. Ajit Banerji (VIMHANS, New
Delhi) recalled Y udisthir's observation
that it is most astonishing how man,
aware of his mortality, continuesto feel
that he can cheat death and does all he
can to attain this god.

Dr. Chaturvedi Badrinath (philoso-
pher, New Delhi) recalled the Hindu
philosophical view that death is merely
a step in the continuum or hbirth, life,
death and rebirth. To one who under-
stands this unity between life and death,
the latter holds no terror. He counseled
physicians againgt playing God.

Speaking on the medica duty to save
life, Sunil Pandya (K. E. M. Hospital,
Bombay) felt that it must be tempered
by respecting the autonomy of the will
of the patient and doing al one can to
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ensure @ meaningful life. The law in
India does not permit the doctor to
respect a living will or do-not-resusci-
tate order by the patient. In doing so,
the law lags behind ethics.

He also pointed to the need for nation-
aly acceptable criteria for certification
of intensive care units and admission
to them. One criterion for admission
could be ‘correctable abnormality that
threatens life, with high expectation of
a meaningful life after treatment’. We
also need a consensus on practical mat-
ters within the intensive care unit. When
the intensive care unit is aready full
of serioudly ill patients and yet another
such patient is brought in, what should
be the criteriafor deciding that his need
for abed is greater than that of patients
aready within and how should we
choosc the person to be sent out? What
should be the criteria for stopping life
support systems? One such criterion
could be irreversible failure of vitd
organs and systems.

We must differentiate between the pres-
ervation and saving of life and its
unnatural prolongation. The latter isir-
rational in an individua permanently
deprived of his senses because it pro-
longs the agony of family and friends,
consumes scarce resources and, in its
extreme forms leads to such attempts
as cryogenic preservation of the brain
and an attitude that commands death to
wait.

Dr. P. M. Bakshi (former Director,
Indian Law Institute, New Delhi) dis-
cussed the legal aspects of a doctor’'s
act of stopping life support systems in
patients who are brain dead. The law,
a present, uses the definition of brain
death exclusively for the purpose of
organ transplants. He felt, however, that
if acase was brought before the judges
against such a doctor, they are likely
to use the definition in the Organ Trans-
plant Act in making their judgment.
Whilst unlawful causation of death is
murder, the bona fide act of a doctor
in shutting off life support systems in
a brain dead person following the fam-
ily’s directive or the patient’s living
will is unlikely to attract any punish-
ment.

Dr. Chicet Vas (FIAMC, Bombay),
speaking on euthanasia, pointed out that
the right to die does not permit the
seeking of death as one pleases. It refers
to the right of the individual to deter-
mine the quality and manner of death,
peacefully and with dignity.

Dr. Leist referred to the right to suicide
in the Netherlands. If the individual is
incapable of committinosuicide hehbas
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the right to seek the help of a doctor
for the purpose. This stand is based on
the principle of autonomy of the indi-
vidual. This is, however, a slippery
slopc and nceds legal controls and pro-
tocols in place/Speaking on the living
will, Dr. Saas pointed out that it must
bc individualiscd according to valucs,
wishes and visions of thc patient irre-
spective of machines or the ability to
pay. When devising a mode living will
it is necessary to ensure that the patient
isinthe driving seat. (Dr. Leist : ‘What
if the patient doesn’t want to drive?
Dr. Saas. The default position based
on what is sanctioned by socicty then
comes into. play.) Dr. Saas discussed
the various modecls of the living will -
directive, proxy an d valuc profile
(which provides a checklist and offers
several narrative cxamples which help
the patient form his own directive) and
showed the advantages of the latter.

Discussing organ donations, Dr. R. R.
Kishore (Ministry of Hedth, Govern-
ment of India) recommended a tightly
knit definition of death to bc applied
under any circumstance and not just
with reference to donation of organs.
(Professor D. Banerjea: The moment
you define something, you aso confinc.
It is better to find functiona solutions.)
Dr. Kishorc also spoke of the need for
guidelines on when life support systecms
can be turned off. (Dr. Saas. Such
guidelines should deal not only with
brain death but also with the persistent
vegetative state where the living will
isoften of crucia importance.) Wc also
need a public debate on cuthanasia in
India. Findly, the public needs to bc
educated on the living will. Once public
awarencss has been created, draft forms
can distributed in hospitals and the man-
ncr in which they are reccived and
understood can be studied.

Political and social issues

Wide ranging discussion was permitted
in the final session. The chairperson,
Dr. M. G. K. Menon, pointed out that
if the professions do not regulate them-
selves or address themselves to the task
of organising themselves as a commu-
nity with values and ethics they will,
perforce, be subjected to externa regu-
lation. The Consumer Protection Act is
an example of such external regulation.
Instead of fighting negative aspects,
medical and scienti fic professions
should concentrate on putting out posi-
tive information.

Conclusion

Dr. Tilmann Waldraf (Director, Max
Mueller Bhavan, New Dcihi) and his
team - of whom special mention must
ha made _of Ms. Petra Matusche - dc-
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serve kudos for Organi sing this exccllent
multidiscipli nary meeting. In the closing
session he requested guidance on how
succeeding meetings should be organ-
ised. In paticular he asked for
suggestions on topics to be discussed

(with special emphasis ontopics rele-

vant to India). Should such meetings
be between Indian workers or should

foreign experts be invited? Can there
be international collaboration on medi-
cal ethics? Which are the specific areas
where the Max Mueller Bhavan can
help?

Interested readers should get in touch
withhim.

(Thisreport is reproduced here through

the courtesy of the Editor, Nationa
Medical Journal of India.)

SUNLIL K. PANDYA

Department of Neurosurgery
K. E. M. Hospital, Parel
Bombay 400012.

INHHRO conference of Health, human rights, ethics

The Johannes Wier Foundation for
Health and Human Rights hosted a con-
ference of the International Network of
Health and Human Rights Organisations
(INHHRO) from November 3 to 5, 1995
in the Netherlands. Its objective was to
share details of the work done by the
organisations associated with the net-
work and to discuss a document titled
“Making standards work: an interna-
tional handbook on good prison
practices”' issued by Pena Reform In-
ternational, The Hague. Representatives
from seventeen health and human riglits
organisations and other invitees partici-
pated in this conference. Due to
congtraints of space, only two issues
pertinent for our readers are discussed
in this report.

(1) While ‘Making standards work’ is a
well researched and useful book for
prison authorities, health and human
rights activists interested in implement-
ing the international standards in
prisons, the standard of health care in-
side and outside the prison generated
debate and raised ethical issues. The
document says that the level of health
care and medication in prison should bc
at least equivalent to that in the commu-
nity outside it. An obvious question
raised by the document as well as the
participants, particularly those from un-
derdeveloped countries, where the level
of hedth care actually available to a vast
majority of poor is abysmally low, was,
‘Should medical care in the prison be
better than that available or would be

available to that prisoner, outside it?

The document answers the question in
the affirmative as while a person outside
is at liberty to seek better treatment, a
prisoner is deprived of such an option.
This position runs parallel to the situ-
ation in USA where a better standard of
health care is legally granted to prisoners
and psychiatric patients undergoing in-
voluntary hospital treatment, but not to
those uninsured and the underprivileged.

(2) The second issue related to interac-
tion between human rights and health
organisations. While the human rights
organisations have largely concentrated
on the violation of liberty of individuals
or groups by the state, progressive health
organisations have given priority to peo-
ple' sright to health care.

The first level of interaction between
these two sets of organisation has re-
sulted in the health organi sations taking
active interest in opposing the violation
of human rights by health workers and
their participation in coverups. They
have also provided treatment to victims
of torture. However, we have yet to see
human rights organisations broadening
the scope of their work by incorporating
the right to basic health care as'a major
human rights issue. Mutual broadening
of perspectives will play a crucial role
in consolidating the shared work of
human rights and health organisations.
Indeed, adequate attention to people’'s
right to health care by human rights
movements and similar active interest in
prisoners  right to hedlth care by the

CORRESPONDENCE

Determining fetal sex

Prenatal sex determination with a view
to aborting female foetuses is ethically
and morally abhorrent. Prohibiting sex
determination by law will not, in itself,
eradicate this practice but it does send
a strong signal that society condemns
such abortions. It is ridiculous to argue
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that because a law does not immediately
achieve what it seeks to do, it is useless.
One may as well say that since the law
prohibiting murder does not prevent
murder, why have it?

Does the law prohibiting sex determina-
tion make thi rrFs worse for women? Here
Ruth Macklin treads on the quicksands

hedth movement would reduce the ap-
parent dichotomy bctween the demand
for good health care for prisoners when
underprivileged people outside prisons
are- not getting even low level primary
health care as a basic right.

As regards India, Danish doctors dis-
cussed the health of displaced Kashmiri
people who were tortured by security
forces. A study of police custody deaths
(1981-90) in Maharashtra by CEHAT,
Bombay was aso presented. The repre-
sentation by the Forum for Medical
Ethics Society to the Supreme Court of
India on its January 1995 judgement
directing the prison doctor to participate
in the death pendty’ in violation of
medical ethics, was discussed. Individu-
as and organisations participating at the
Netherlands conference decided to ap-
pesal the Chief Justice of Supreme Court
of Indiafor areview of the judgement.
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of determining nuances of oppression.
Her arguments that unwanted female
children may be murdered; or that they
may be given less food and hedlth care;
and that women who fail to bear mae
children will be forced to have more
children than they want; or face deser-
tion are all based on calculation of
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