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HUGO Ethical, Legal, and Social Issuea Committes
Report to HUGO Council

gsed on the Discussion Paper, "Ethical Issues in International Co[laboratwe Research
on the Human Genome: The HGP and the HGDP,

Mana Knoppers, LL.D., Member HUGO-ELSI Committee; Mme Hirtle, LL.M. and
Sébastien Lormeau, B. Sc 1995,

Comgl I ‘of the HGP in the projected 15 years wiil provide a source book for biology and
Yet, in this time frame the ﬁ.mcnon of all genes, singly end int concert, will not be

compjements the I-IGP by exanunmg the genermc variation of the human species, ihrough anelysis

';-:a&n'a e ﬁmdamcmnl unity of humankind, human bxologtca.l history, population movements,
and’susceptibility or resistance 1o various human disesses,

Redumon of human beings to their DNA sequences and mnbunon of all sociel and other

uman problems to genetic causes;

Lack of respect for the values, traditions, and integrity of populations, families, and
yiduals; and

Tnadequate engagenent of the scientific community with the public in the planning and

onduct of genetic research.

Th Cén.mcil of the Human Genome Organisaﬁon (HUGO) asked its Ethical, Legal and
ssues Commirtee (HUGO-ELST), comprising experts from a number of countries and

8, to provide guidance and procedures which would address these concerns and ensure
ca.l standards are met as the HGP and the HGDP procesd.
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5; HUGO-ELSI Committes bases its recommendations on the following four principles:

Recogrition that the human genome is part of the common heritage of humanity;
dherence {0 international nomms of huran rights;

espect for the values, traditions, culture, and integrity of participants; and
Acceptance and upholding of human dignity and freedom.

The HUGO-ELSI Committes racommends:

IThat scientific competence is the essential prarequisite for ethical research. It includes
e training, planning, pilot and field testing, and quality control through continual

- That congultation should precede recruitment of possible participants and should
¢ throughout the research. Culturel norms vary, as do perceptions of health, disease, and
tity; of family; and of the place and importance of the individual

That informed decisions to cansent to participate can be individual, familial, or at the
commuttities and populations. An understanding of the nature of the research, the risks
efits, and any alternatives is crucial. Such consen: should be free from coercion by
enrific-or other authorities. Under certain conditions and with proper authority, anonymous
ig.for epidemiciogical purposes and surveillance could be an exception to consent
quirerents.

That any ghofces made by participants with regard to storage or other uses of materfals
Ormation taken or derived therefrom be respected. Choices to be informed or not with
0.results or incidental findings should alse be respected. Such choices bind other

chers and laboratories. In this way, personal, cnltural, and community values can be

_That recogmition of privacy and protection against unauthorized access be ensured by

¢ confidentigfity of genetic information, Coding of such information, procedures for controlled
s, and palicies for the transfer and conservation of samples and information shouid be

avel ped and put into place before sampling. Special consideration should be given to the actual
Potential interests of family members.
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