ANNEX F

Feedback from the Centre for Research on Islamic and Malay Affairs of the
Association of Muslim Professionals
Executive Summary of Report to BAC
RIMA has hosted two focus group discussions (FGDs) regarding genetic testing and
research. Among the participants of the discussions were professionals from the legal,
teaching and biological industries. These participants were Malay/Muslims ranging
from those in their early 20s to those in their early 50s. The report is not representative
of the Malay/Muslim community. An appropriate way of describing the participants of
the FGDs would be that they make up a cross section of the community. By virtue of
this cross sectional representation, the results of the FGDs hold no authority in painting
a cultural or religious background of the Malay/Muslim community.

Generally, the participants were unsure of the procedures and purposes of genetic
testing and research. We undertook the task of informing them prior to gathering
feedback through a listing of the break down of what genetic testing and research
encompass. Subsequently, the participants became more comfortable in articulating
their concerns surrounding genetic testing and research. Several of the concerns pivoted
around the permissibility of some of the procedures in genetic testing and research
being in line with Islamic principles. Others centred on more practical and ethical
issues that reflect the concern of consumers at the receiving end of the practice of
genetic testing and research in a clinical setting.

With respect to the 24 recommendations forwarded by the Bioethics Advisory
Committee in its consultation paper “Ethical, Legal and Social Concerns in Genetic
Testing and Research”, the participants were in general agreement that the interests of
the consumers have been accounted for. The feedback they hence gave was intended to
add value to the recommendations from the perspective of a cross-section of the
Malay/Muslim community. Through this consultation process, the feedback is hoped to
be of use in reflecting some concerns that may arise amongst the Malay/Muslim
community. It has to be emphasized again though, that the report is by no means
representative of the views of the Malay/Muslim community. The feedback holds no
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formal authority on religious injunctions but is one which is gathered from enlightened
professionals within the community.

Report

INTRODUCTION

As a prelude to the discussion of the “Ethical, Legal and Social Issues in Genetics
Testing and Research”, our participants were given a brief description of how genetics
testing and research are conducted and the purposes behind them. For a start, we
identified 7 general phases in which genetics testing and research can be organized and
understood. The general flow of process can be understood in phases as:

Phase 1:

Pre- Test Counselling (R1, R2)

Phase 2:

Consent (R3, R9)

Phase 3:

Genetic Testing (R5. R6, R8, R10, R16, R17, R20)

Phase 4:

Genetic Information (R4, R7)

Phase 5:

Interpreting Genetic Information (R19, R21)

Phase 6:

Post- Test Counselling (R22, R23, R24)

Phase 7:

Application (R11, R12, R13, R14, R15, R18)

Within these 7 phases that we have identified, the 24 recommendations can be
accommodated. Recommendations which we feel may pertain more to a particular
phase will be presented as a recommendation subsumed under that phase. Nevertheless,
we encouraged participants to think about the recommendations beyond the framework
that we presented them with. Some of the recommendations may pertain to more than
one phase in genetic testing and research. The framework was meant to act as a means
through which they may understand the concerns that surround genetics testing and
research that result in the formulation of the particular recommendation.
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With this framework established, we embarked on an exploratory reading of the
recommendations to deliberate over its possible implications and meanings. In general,
after the participants have been exposed to the 7-phased approach to genetic testing and
research that we presented them with, there was a positive outlook towards genetic
testing and research. The fears were naturally present, especially with regards to
processes such as germline genetic modification and choosing the desired traits in
offspring through pre-implantation genetic diagnosis. However, most of our
participants were receptive to the development that is taking place in the realm of
genetic testing and research. Their concern revolved around the protection of the
individual privacy and the nature of consent. Consent can be obtained only when the
individual has been made to understand the full implications, options and the possibility
of future use of the specimen obtained. Also, the issue of applying genetic information
was also a cause of worry among the participants, there was a view that if not regulated
and monitored, genetic testing could result in unethical ends. The rest of the paper will
provide an insight into the discussion that took place with regards to the 24
recommendations forwarded by the Bioethics Advisory Committee.

Recommendation 1 was generally agreed upon. The isolated concern surfaced was
whether it is advisable to set the highest ethical standards. This view is operating on the
premise that restrictive guidelines which characterize medical ethics may be
debilitating for development in genetics research and testing. Nevertheless, the
participants trust the discretion of the board to balance the needs of genetics research
and the preservation on ethical, legal and social interests.

Recommendation 2 has been deemed to be rather vague. There were views that for
Genetic Testing to be done in adherence to ethical guidelines, individuals undergoing
the tests have to be informed adequately. This information has to be presented in simple
terms to facilitate understanding among the common man. The full implications of the
test have to be related to the individual to prepare him in every way possible. Methods
of relaying information to individuals too need to be sensitive towards the patients’
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backgrounds. There was also a general sentiment of dissatisfaction with the approach of
counselling to be that of a “one size-fits-all formula”

Recommendation 3 was presented as being subsumed under the second phase of
genetics testing and research. The obtaining of consent ought to come after sufficient
genetic counselling, informing individuals of the risks involved in the process of the
tests and research. The participants were particularly concerned as to the manner in
which the consent is obtained. The time frame given for the consent to be given ought
to be sufficient for the individuals to deliberate sufficiently the costs and benefits of the
genetic test. Also, there ought to be enough time for the individuals to seek a second or
even a third opinion with regards to the impending genetic test. It was generally agreed
that consent was to be obtained specifically for different tests, taking into account the
duration in which the consent remains valid.

Recommendation 4 was categorized under the phase in which genetic information is
obtained. The prompt information delivery clause that was included in the
recommendation was well accepted by the participants. However, there were
contentions with regards to the inclusion of the phrase “treatable conditions” in the
recommendation. Some of the participants felt that even for untreatable conditions, the
test results still ought to be disclosed. This is so that proper care and management of the
affected individual can be achieved. Also, there were suggestions of an “opt-out” clause
in relaying the results of the genetic test to the individual. Everyone hence, except for
those who chose to “opt-out”, would be informed of the test results, whether or not the
disease is treatable.

Recommendation 5, categorized under genetic testing, was generally well accepted.

Recommendation 6 also came under the genetic testing category. With regards to this
recommendation, there were concerns regarding the body of authority that will
determine the importance and relevance of the research and test. There were views that
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there ought to be an overarching body that governs the directions of researches along
ethical guidelines.

Recommendation 7 was classified under the fourth phase where genetic information is
handled. It was generally agreed upon that this was a vital recommendation as it deals
with the issue of confidentiality of an individual’s genetic information. There were
views that there ought to be no exception for third parties whatsoever. Also, the exact
process of disclosure is not outlined in the recommendation to give the participants an
idea of how the disclosing of genetic information is achieved.

Recommendation 8 was explained in terms of the third phase, which is genetic testing
itself. It was generally agreed upon that the test should take place through the
intermediation of a healthcare professional. The contention came when the participants
came across the statement regarding the advertising of genetic tests by manufacturers or
suppliers. Some felt that the term “banned” should be used to replace “strongly
discouraged”. There were others, however, who felt that the advertising may in fact
increase awareness and put people on their toes with regards to conducting genetic
testing outside the healthcare realm. The concern revolved around the concern of what
kind of advertisement would be allowed and on what grounds.

Recommendation 9 was categorized under the issue of consent. This recommendation
received positive feedback.

Recommendation 10 again was dealt with under the phase of genetic testing itself.
This recommendation was well received by the participants.

Recommendation 11 was discussed in the sphere of the last phase of genetic testing
and research, the application phase. There was unanimous agreement on the
participants’ part that indeed, the use of preimplantation genetic diagnosis for sex
selection and the selection of certain desired traits for non- medical reasons should be
prohibited.
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Recommendation 12 was also deliberated upon in terms of the application phase and
was again, well received.

Recommendation 13, also discussed in the light of the last phase, received positive
feedback.

Recommendation 14, pondered upon in relation to the last phase received generally
positive feedback. The only concern, especially amongst the experienced mothers
amongst the participants, was that counselling ought to be done at this stage by trained
and professional counselors.

Recommendation 15 also came under the application phase. This recommendation
was met with positive feedback in general.

Recommendation 16 was subsumed under the third phase, the process of genetic
testing itself. There were concerns regarding the drawing up of ethical guidelines based
on the objectives of the testing bodies. There was a general sentiment that there ought
to be a standard set of guidelines and that these separate bodies be monitored by an
overarching authority.

Recommendation 17, also categorized under the phase of genetic testing, was also
generally agreed upon.

Recommendation 18 was deliberated in the light of the last phase, application.
Similarly, this recommendation was also welcomed positively.

Recommendation 19 was discussed in terms of the fifth phase, which is interpreting
genetic information. The participants felt that the clause “legally designated persons”
ought to be applied to other aspects of genetic testing and research. It was agreed upon
that, through out the entire process of genetic testing, the lack of ability on the
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individuals’ past to make decisions of comprehend the full information or implications
of the process, there should be present, a “legally designated person”.

Recommendation 20 was subsumed under the third phase and was again, agreed upon
in general.

Recommendation 21 was pondered upon in terms of the fifth phase, which is gathering
genetic information. The participants felt that the guideline for this recommendation
can be found in Recommendation 2 where there is emphasis on the “welfare, safety,
religious and cultural perspectives and traditions of individuals” undergoing genetic
testing. Also, many felt that it should be at this point where individuals making
important decisions regarding genetic testing can be referred to counselors to help them
make informed choices. The counsellors must be especially sensitive to the religious
and cultural background of the individuals, keeping in mind their medical condition.
The counsellors ought to act as a bridge between the individuals and healthcare
professionals, who may tend to impose medical jargon on the common man. Therefore,
it is imperative that the counsellors employ a simple and clear mode of communication
along with being sensitive to the various backgrounds of individuals. This will, tie in
very closely with Recommendation 22.

Recommendation 22 was agreed upon unanimously after being deliberated on in terms
of the second last phase of genetic testing, which is the “post-test counselling” phase.

Recommendation 23, also subsumed under post-test counselling, was received
positively with particular attention to the notion of counselling to be done in a “nondirective manner”.

Recommendation 24 was also discussed under the last category of genetic testing,
which is the application phase. This recommendation received amiable feedback in the
light of having sensitive counsellors with a sound medical background.
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