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1. About the HFEA

Medical intervention or research which
aims to alleviate infertility or reduce
the risk of inherited abnormality
intrudes upon the most private and
sensitive aspects of our existence and
relationships. The Human Fertilisation
and Embryology Authority (HFEA)
was established in response to deep
public concern about the implications
that the new techniques might have for
the perception and valuing of human
life and  family  relationships.
Information available from the HFEA
is listed at the end of this information
sheet.

The HFEA’s principal task is to
regulate, by means of a licensing
system, any research or treatment
which involves the creation, keeping or
using of human embryos outside the
body, or the storage or donation of
human eggs and sperm. It must also
maintain a Code of Practice giving
guidance about the proper conduct of
the licensed activities.

The object of the Code of Practice is
wider than to ensure the safety and
efficacy of particular clinical or
scientific practices. It is concerned
with areas of practice which raise
fundamental ethical and social
questions.

2. The Role of Ethics
Committees

The  Human  Fertilisation  and
Embryology Act 1990 (‘the Act’) is

clear that the responsibility for
decisions associated with treatment,
such as who to treat and what
treatment should be offered, lies with
the ‘person responsible’. This is the
person named on the centre’s license
and under whose supervision licensed
treatment activities are offered. The
person responsible is usually, but not
always, the senior clinician at the
centre.

Ethics committees for treatment are not
compulsory by law or obligated by the
HFEA’s Code of Practice.  This
distinguishes them from research ethics
committees. The ‘person responsible’,
however, might wish to seek advice in
reaching a decision on specific matters
and it is on such occasions that (s)he
may choose to consult a treatment
ethics committee. Even though they
are not compulsory by law, the HFEA
encourages licensed clinics to make
use of ethics committees in this way.

Ethics committees can play an
important advisory role in the decision
making process. They may be called
upon to consider specific cases and
offer their recommendations to the
‘person  responsible’. Ethics
committees do not have responsibility
for the final decision and their
recommendations may be either
accepted or rejected by the ‘person
responsible’. It is for this reason that
they can not be used as appeal bodies.

In addition to the consideration of
specific cases, ethics committees may
offer recommendations on general
issues of treatment. They may, for
example, advise centres on their



treatment policies or on matters of
concern to patients. Such questions
can be referred to the ethics
committees by the person responsible.

3. Membership of Ethics
Committees

There are no statutory requirements
that govern the membership of ethics
committees. Balanced and informed
discussion, however, should guide
decision-making and this may be
facilitated by a membership that
encompasses different backgrounds
and expertise.  Ethics committees
might, therefore, wish to consider the
following recommendations.

e A minimum of five members,
including both men and women,;

e A membership which includes
people unconnected with the
hospital;

e Representation from the medical
and scientific fields that does not
outnumber lay representation;

e A member who has expertise in
moral issues and one who has
direct experience of treatment
services;

e Members who are independent of
the particular treatment services
under discussion;

e The financial or other vested
interests that members might have
in the centre should be declared
and taken into consideration.

e A lay Chairman who has no
financial or other vested interest in
the centre.

4. Confidentiality

Ethics Committee members should
normally not have access to identifying
information about the provision of
treatment services and direct contact
between patients and ethics committee
members is generally seen as

undesirable. ~ This means that the
committee should expect to be
presented with the anonymised details
of a particular case and not be aware of
the 1identity of the individuals
concerned.

If, however, it is necessary in a
particular case to identify an
individual, then the patient whom the
information concerns must consent to
the disclosure of this information.
Such consent must be given to a named
individual and the patient must,
therefore, consent to the disclosure of
information to each of the members of
the ethics committee by name.

S. Law and Decision Making

The Act defines the limits and
boundaries of permissible treatment.
The Act recognises that, while infertile
people and donors deserve and can
expect proper consideration of their
medical and social needs, licensed
treatments may result in children who
would not otherwise have been born
and whose needs must also be taken
into account.

The provisions of the Act are
supplemented by the guidelines
contained in the HFEA’s Code of
Practice. The Code explains the legal
requirements of the Act as well as
providing guidance on the proper
conduct of licensed activities and is
designed to provide a framework
within which decisions can be made.

No category of person is excluded
from treatment services, but the Code
of Practice requires that an assessment
process be undertaken. The following
are the guidelines for this process,
adapted from the Code of Practice, that
may be of help to ethics committees in
consideration of particular cases.






