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| EXECUTIVE SUMMARY -~ { Deleted: 1

The First Regional Meeting of National Bioethicsn@uittees (NBC) was held in
Cairo, Egypt, at WHO Eastern Mediterranean Regi@fiite (EMRO) 5-7 May 2007.
The meeting was organized jointly by UNESCO Caiffice and EMRO, and was the
first time the two international organizations taaflaborated in holding such a meeting.
Experts from 15 countries in the Region took papresenting Member States from both
UNESCO Arab Region and WHO Eastern MediterraneagidRe Senior technical staff
from the Arab League Educational, Cultural and Sttfie Organization (ALECSO), the
Gulf Cooperation Council (GCC), the Islamic Orgamian for Medical Sciences
(IOMS), UNESCO and WHO also participated.

The meeting was inaugurated by Dr Hussein A. Ggz&litHO Regional Director
for the Eastern Mediterranean Region, Awad ElhgsBaector a.i. of UNESCO Cairo
office, and Dr Ibrahim Badran, Chairman of the Bggp National Bioethics Committee,
who was representing the Egyptian Ministry of Heahtll three stressed the significance
of this first regional meeting of NBC and the cbl@ation between UNESCO and WHO.
This would be an opportunity for Member Stateshia Region to share their experiences
in establishing national bioethics committees, tonsult the two international
organizations, and discuss the best ways to engewther countries in the Region to set
up NBC, how to improve capacity building of exigtihioethics committees, problems of
sustaining such committees, to promote cooperadiod networking among NBCs,
recommendations for the future.

The technical presentations covered the presetissth WHO and UNESCO with
regard to bioethics and the internationl commurgtgtivities of international bodies in
the Region concerned with ethics; updates on tlogiyrissues in the field of bioethics,
and international networks and NEC in the Region.

Presentations on challenges and successes wene Igyveepresentatives of the
participating Member States, including Afghanist&gypt, Islamic Republic of Iran,
Jordan, Lebanon, Libyan Arab Jamahiriya, Moroccakiflan, Qatar, Saudi Arabia,
Sudan, Syrian Arab Republic, Tunisia and Yemen.

Following the technical and country presentatiquesticipants were divided into
two working groups: the first group discussed aatsfyy for setting up new, or
strengthening existing NBC, and the second grougatel how to establish cooperation
between NBC in the Region, including the possipitit virtual networking. .

Discussions were held on a variety of topics agighom the presentations during
the Meeting, including the respectives roles of @I and WHO Member States
regarding bioethics in the Region. ; legislatioiMember States on human cloning, stem
cell research and organ transplantation; the Islamiriaviewpoint on ethics; the status
of existing NBC in the political sphere, and waysr@aching and possibly influencing



policy makers; the relationship between InstitutloReview Bodies (IRB) and NBC.

Further subjects debated covered the need for conguilelines and ethical codes for
countries in the Region; the necessity for bioetliommittees to be multidisciplinary
and independent, but also to have some legislativeer; the reviewing of medical and
scientific research programmes. An important issuised by the participants was the
need to raise awareness of bioethics in schoolsiaivérsities as well as institutions and
research centres

The group session suggested as a strategy for i@y Mhat initiatives should be
started, but each country should decide when andtb@stablish a bioethics committee.
The NBC should be under a high authority, and cdodd the umbrella for other
committees in different ministerial institutionsxgeriences of other countries should
also be reviewed. For capacity building, much disgalearning is available, but there is a
need for monitoring and evaluation. The future reidJNESCO and WHO, as well as
ALECSO and ISESCO, was discussed, and it was aghe¢there is a need for common
initiatives and harmonies in different agencies.thMiegard to dissemination of the
culture of bioethics, there is a need for mateiiialeducational institutions, and also an
Arabic dictionary of bioethics terminology from th&cientific standpoint. How to
establish communication and cooperation between NBGhe Region was keenly
debated, particulary concerning the most practinethod to be adopted, a website,
networking, or an association. The question of lipuwareness of bioethics was also
raised, as people should know their rights reggrgblic health, medical and scientific
research, as well as plant and animal research.

The final session was a discussion on the futumpe@tion and activities in the
Region and international and regional organizatighsiumber of points of agreement
were reached, including the setting up of a networkensure that the meeting was
followed by concrete activities. The next regionaeting in two years time could be a
deadline to access progress. The importance omisland Arab culture was also
stressed, and the need to acknowledge that thigreuk different from that in Western
countries. It was agreed that there should be megmnal control. There is an urgent
need for more NBC to be established in the Regamil, these committees can keep in
touch through the proposed network. The task of W@ UNESCO is to assist, but
setting up the committee must be undertaken bgdhatry concerned.

For the first time the two international organipat have collaborated together on a
regional level. The hope of all participants waat tthis meeting would be a springboard
for the future of bioethics in the Region.



1. INTRODUCTION

Recent advances in science and technology havé pogantial to ameliorate the
wellbeing of humanity, but at the same time seriethdcal concerns have been raised
throughout the world in this regard. UNESCO, asirdarnational agency mandated to
ethics, established in 1993 the International Bimst Committee (IBC), represented by
36 experts from the Member States of UNESCO, ari®88 the World Commission on
the Ethics of Scientific Knowledge and Technologgpresented by 18 experts from the
Member States of UNESCO, in order to address timgsertant issues.

WHO/EMRO identified the importance of ethics, espkygin the biomedical field.
Since the 1980s, EMRO has led development of thlartlic Code of Ethics of Medicine
and Health.” In addition, capacity building in bibies has always been an integral part
of WHO/EMRO planned activities to strengthen headtsearch capacity in the Region.

In the field of bioethics, the General Conferen€dJBIESCO has adopted three
international instruments drafted by the IBC, namtile Universal Declaration on the
Human Genome and Human Rights”, the “Internatiddetlaration on Human Genetic
Data (2003)”, and the “Universal Declaration ondlics and Human Rights (2005).” It
is clearly mentioned in these intruments that thenier States should encourage the
establishment of independent, multidisciplinary ahdalist ethics committees.

The role of national ethics committees is of greagnificance, especially in
addressing legal, ethical and social issues ofnseie advising the government on
formulating guidelines, and fostering ethical delsainvolving policy makers, scientists,
religious leaders, philosophers and the generdig@ukherefore, UNESCO Cairo Office
and WHO/EMRO decided to combine their efforts ia field of bioethics and organize a
regional meeting of national bioethics and othbiostcommittees.

The First Regional Meeting of National Bioethicsn@uittees (NBC) was held in
Cairo, Egypt, at WHO Eastern Mediterranean Regi@ffite (EMRO) 5-7 May 2007.
The meeting was organized by UNESCO Cairo officedltaboration with EMRO, and
was the first time the two international organiaa had cooperated to hold such a
meeting.

The objectives of the meeting were:

. To exchange information among existing nationaletiics and other ethics
committees in the Region.

. To promote networking and cooperation among conesstt

. To support countries of the Region in establisiagional ethics committees in the
Region.



The meeting consisted of technical presentations elgperts from various
international and regional organizations, includihg Islamic Organization for Medical
Sciences (IOMS), the Arab League Educational, Caltand Scientific Organization
(ALECSO), the European Group for Ethics in Scieasd New Technologies (EGE), the
Middle East Research Ethics Training Initiative (REETI), the International Federation
for Gynaecology and Obstetrics (IFGO), the Centafopean University, the Gulf
Cooperation Council (GCC), UNESCO and WHO. Paréinig gave presentations on
experiences with ethics committees in their respectountries, and group sessions
discussed strategy for establishing new, or sthemghg existing bioethics committees,
and how to initiate communication and cooperatieiwieen different ethics committees
in the Region.

Discussions were held at different stages durirg rieeting and covered the
technical and country presentations, and suggestasing from the group sessions. A
number of recommendations were reached in the diisalission, which dealt with future
activities and cooperation in bioethics in the Regi

The meeting was inaugurated by Dr Hussein A. Ggz&ifHO Regional Director
for the Eastern Mediterranean. In his address Dza{Bg expressed the hope that the
combined experiences of WHO and UNESCO in the fiefdbioethics will help
strengthen bioethics programmes in the Region. Hsemwed that with increasing
globalization and digitization, medical sciences andergoing revolutionary changes,
population health is broadening its scope to inelgdnetic factors, and nanotechnology,
stem cell research and genomics are presenting etbws challenges. He noted,
however, that unfortunately, the recent growth imntedical and health-related research
activities has not been accompanied by a correspgrehhancement of the bioethics
infrastructure in many resource-poor countrieduiting the countries in our region.

Dr Gezairy emphasized that bioethics is interdigt@py, being concerned with the
ethical questions that arise in the relationshipswben life sciences, biotechnology,
medicine, politics, law, philosophy, environmentdatheology, and including human
health and life, as well as animal and plant life $tressed that each country needs to
implement bioethical standards in different aspegttife to protect people, their life,
dignity and wellbeing The gap between developed @enkeloping countries regarding
application of biotechnology is huge, and is widegniurther. Developing countries need
to incorporate bioethical standards in developnaetivities to ensure better life for their
people, but bioethics standards and applicatiored nt®e be developed and shaped
according to the culture and norms of each communit

Dr Gezairy referred to WHO's launch of its EthiceaHealth Initiative in October
2002, and the establishment of the Eastern Meditean Region Research Ethics
Committee (EMRREC) in March 2006. To help in capalbouilding, training courses in
bioethics have begun in the University of Toron@ganada, and the University of
Maryland, USA. Candidates for these courses arpatgd by the Regional office. Dr



Gezairy emphasized the necessity for much to be tlostrengthen the field of bioethics
in the Region and said that the Regional Officenpléo increase its activities in this
regard.

Awad Elhassan, Director, UNESCO Cairo office, esgesl his pleasure at the
subject of the meeting and the cooperation betwghESCO and WHO/EMRO. He
commented that there is a need for a wider setedigarticipants to be involved in the
discussion of bioethics, which includes many serssissues, such as the use of human
embryonic stem cells, cloning and genetic engimgend reproductive techniques.
Ethical issues involve experts and specialists freeweral disciplines, theologians,
economical, medical and scientific experts, andettoee should not be left only to
technical experts.

There is pressure on society to allow freedom afrgific and medical research
because of the potential of solving human problems,the risks are great and some
kinds of research may be tampering with the dedidatlance of nature. The long term
effects of new developments in research in theslkifences should be borne in mind, and
ethics could even affect human existence. Elhassmed the question of the role of
UNESCO in promoting bioethics in the 1997 Univer&aclaration on the Human
Genome and Human Rights, and the establishmenbrofmittees at national level. He
said that it is the ambition of UNESCO that all otvies in the Region will have national
ethics committees, observing that scientists atealveays qualified, or aware of ethics,
or the legal dimensions of what they do, so imgdrtant to have discussions at national
level for all stakeholders. He also noted thatdlegion must be tailored to the needs and
culture of the countries in the Region.

Dr Ibrahim Badran, Chairman, National Ethics Contedt Egypt, addressed the
meeting on behalf of the Egyptian Ministry of Headind Population, commenting that in
the past ten years the world has seen an outblusstientific research, but this has not
been accompanied by parallel development of etliggptian collaboration in the field
of bioethics began in 1993, and the Egyptian BiostlCommittee was established in
1995.

Dr Badran observed that ethics is an innate hunalfity, combining science, law,
religion, social sciences and other disciplinesdayp he continued, there are serious
ethical concerns on the world stage, but the dguegpworld is plagued with poverty,
unrest and other negative factors. A range of jmbl confronts developing countries,
including the new world economic order, globaliaaticoncepts, the World Trade
Organization and property rights, the supremacgyagpitalism, the Declaration of Human
Rights (compulsive democaracy), the blurring ohitity and faith, the influence of giant
multinational companies (fostering corruption), asive influences of frontier sciences,
the changing world epidemiology, and new criminakrds affecting health status
(substance abuse, manmade destructive weapong,athise and drug trafficking). Dr



Badran concluded with the hope that the cooperatigplayed in this meeting will start a
new chapter in the field of ethics.

The agenda, programme, list of participants ofrtleeting and list of countries, are
given in Annexes 1, 2, 3 and 4 respectively.

2. BIOETHICS AND THE INTERNATIONAL COMMUNITY

2.1 The status of ethics in WHO/HQ
Dr Marie-Charlotte Bouesseau, Technical Officer, &/HQ

Dr Bouesseau gave an overview of the status ofceth WHO/HQ, referring first
to the Ethics and Health Initiative launched by WEO in October 2002. The aim of the
Initiative was to provide a focal point for ethissues raised by the three levels of the
organization, focusing on regional and country leveo develop activities regarding a
wide range of global bioethics topics, such asaetewith human beings, fair access to
health services, and pandemic influenza plannimgviBusly, several HQ departments
had been active in research ethics.

The main objectives of the Initiative are to deypeMyHO policies and strategic
approaches, to strengthen capacity in the Membate§tto collect and disseminate
information, and to contribute to international deb WHO provides support at the
different levels of the Organization for analysiting ethical aspects of health, and also
assists Member States through tools and guidelmesorporate an ethical analysis into
health services delivery, health research , andighealth activities.

Ongoing work continues in close collaboration witlther HQ departments
regarding equitable access to care and treatmantigmic preparedness, human organ
and tissue transplantation, and research ethics.\WWHO website contains information
on various aspects of bioethics and the involvenoéiYHO in this field. Dr Bouesseau
gave examples of research ethics projects in whidHO is taking part, including
Networking for Ethics on Biomedical Research inigdr(NEBRA), a project consisting
of a consortium of European and African instituomworking with WHO in 15 West
African countries, to carry out a survey of ethicaview of health research in the 15
countries, and construct a strategic plan to imprethics of research for health in those
countries. Other projects included training adegtin Ibadan (February 2007) with the
European and Developing Countries Clinical TriadstRership (EDCTP); Tunis (March
2007) in collaboration with the Department for Rmhrctive Health and Research
(RHR); Ouagadougou (July 107) with the Program Applied Technology in Health
(PATH) and RHR; and Gabon (2007) with EDCTP.

The project Training and Resources in Researchc Eivaluation (TRREE) for
Africa, which is funded by EDCTP, is a web-basedining and capacity building
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initiative on the ethics of research involving hureaonducted in African countries, and
aims to facilitate distance learning for ethics ibsdin Africa. The Global Forum on

Bioethics in Research is a venue for delegates ftemeloping and developed countries
to debate the ethical issues surrounding intemalicollaborative research. The next
forum will take place in Vilnius, Lithuania, in Jar2007, and will focus on fostering the
research ethics uinfrastructure in the developimglditransition societies, with special

emphasis on the ethical aspects of mental healtloth&®r event in 2007 is a satellite
meeting, which is to be organized by the Initiatfiee Vaccine Research (IVR) and the
Ethics and Health team, to address issues relategctine research.

Regarding the characteristics of collaboration tiice and health, Dr Bouesseau
stressed that there is a need to concentrate nmosyreergies between WHO and other
international organizations, regional and natiomatiative bodies, as well as to
contribute to strengthening local capacity and éwvdiplication of initiatives, which
requires active partner. She added that collatwragquires active partnerships, which
include all relevant stake holders.

In the 42nd session of the Regional Committee F&r Eastern Mediterranean
(1995), the EMRO technical paper on ethics of madi@and health was discussed, and
the Committee recognized that there was a need fiwtailed code for health ethics to
guide the countries of the Region, that there shdad more collaboration on ethics
between organizations concerned, and that a coomnyutourse on ethics and health
should be included in undergraduate curricula. Moah been done in the past decade,
but more collaboration is required, not only beeaat the mandate of the WHO, but
alsoto promote health in Member States.

2.2 WHO/EMRO and ethics
Dr Alaa Abou-Zeid, Technical Officer, Research &pknd Cooperation,
WHO/EMRO

Dr Abou-Zeid opened his presentation on the curstaie of ethics in the Eastern
Mediterranean Region with a reminder that intemnesthics in the region as an integral
part of health started a long time ago. In the $98& example, EMRO played a role in
developing the Islamic Code of Medical Ethics. Toacern of EMRO is with all types
of ethics related directly or indirectly to healthhich include ethics of health research,
medical practice, environmental and other ethics.

With regard to the status of health research in Regjion, two surveys were
conducted to explore the awareness of researcbgesding ethical considerations in
health research. The first survey covered ethiattices for health research in genomics
and biotechnology, and the second, investigat@&rhination of the need for informed
consent, and the adequacy of informed consentrdents. Data was obtained from a
guestionnaire, and results showed that 43% of relseis obtain ethical clearance before
they start their researches; 62% stated that irddroonsent is needed as part of subject
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recruitment for the research; on the informed conf)sB3% stated that risk was not
mentioned, and 31% recorded that assurance ofdmnifality was not mentioned.

For information on the status of national bioetliommittees in the Region, a joint
research was carried out with the University of Weamd. The aim of the research was to
identify function, resources, services and needBimvnational bioethics committees. Up
till the present 13 responses have been receivedit & hoped that more responses and
final results will be communicated at a later ddfke objectives of EMRO’s current
activities in bioethics are:

» toincrease awareness of bioethics in Member States

» to help in capacity building by training in thelfleof bioethics

» to provide technical advice to help Member Statescomply with
international standards in bioethics.

Increasing awareness of EMRO Member States inttigsecan be achieved by
research on bioethics and the publication of resuiteetings and workshops, both
regional and international; and training in bioethi Training may consist of short
training courses on health research ethics an@dtablishment of intitiutional research
ethics committees (REC). Two workshops were coretlist Sudan and Jordan in 2007,
when 56 researchers and REC members were trainstnifar workshop is planned to
take place in Oman in late 2007. Certificate tragnis available at the University of
Maryland, USA, and the University of Toronto, Caaadnd EMRO supports candidates
attending these courses. Participation in inteonali conferences is also supported.

EMRO provides technical advice and expertise irthics to Member States at the
request of countries or institutions for trainingsearchers (Oman and Saudi Arabia),
conducting situation analysis at national or ingtinal level (Egypt and Oman), and
providing technical guidance for establishing nadlo and/or institutional ethics
committees (Egypt and Oman). EMRO also guides tloegss of developing standard
operating procedures for ethics committees (Egygmy helps outline the process of
developing national codes of ethics (Oman).

EMROQO'’s perspectives in bioethics include:

« continuing the evaluation process of the statusiag#thics in the Region

« expanding EMROQO’s current actvities to include mbtember States

« introducing new activities to cover the gaps indbiics in the Region, such as the
lack of national ethics codes in almost all MemBtates

e Strengthening collaboration and coordination wilntpers.

2.3 UNESCO HQ’s ethics programme
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Dr.Henk ten Have, Director, Division of Ethics aié&ce and Technology,
UNESCO/HQ

Henk ten Have stated that UNESCO and the WHO haeyractivities in common
but there are also many differences. In 1970 Menthates of UNESCO already
recognized the importance of discussing the etbfidée sciences. In 1993 the bioethics
programme started with the establishment of thertational Bioethics Committee
(IBC), which consists of 36 independent expertsoamtpd by the Director General. It is
the only global ethics committee. Four expertstioa present IBC committee were
attending the Cairo meeting. In 1998 the Intergoreantal Bioethics Committee (IGBC)
was set up, and consists of 36 Member States of RONE elected by the General
Conference. In the same year, the programme wasdgrg to include ethics of scientific
knowledge and technology, when the World Commissionthe Ethics of Scientific
Knowledge and Technology (COMEST) was establistaed, in 2002 the Interagency
Committee on Bioethics came into being.

In the field of ethics of science and technologiWESCO can mediate between
scientific expertise and policy making through sliami-setting actions, capacity building
and awareness raising. In an intergovernmentahgetthared values and principles can
be explored, and global standards laid down, ciipadn Member States to deal with
ethical issues can be enhanced, public awarenesased, and public debate promoted.

The principal standard-setting actions taken by S8P are the Universal
Declaration on the Human Genome and Human Righ®97()l the International
Declaration on Human Genetic Data (2003), and thivéysal Declaration on Bioethics
and Human Rights (2005). The Universal DeclarabanBioethics and Human Rights,
which was unanimously adopted by the 191 Membee$Sia October 2005, laid down a
new agenda for bioethics. UNESCO was asked to peontite application of the
Declaration. The Organization’s follow-up actiorteafthe adoption of the Declaration
includes dissemination by providing information gmablications, with translations in
several languages; promotion through rotating e@mfces and giving presentations in
various conferences; application and elaboratiorsisting of input activity through three
projects, the Global Ethics Observatory (GEObs)tesys of databases, the Ethics
Education Programme (EEP) which has 109 teachimgrammes registered in the
database to date, and assisting bioethics comitée&C) project.

The EEP consists of fact-finding, identifying exgeand those who have teaching
programmes. A draft proposal for a core curricuinnbioethics based on the principles
of the Universal Declaration on Bioethics and Hunkights has been completed. This
will be followed by a consultation meeting with eth teaching experts in July 2007,
resulting in finalization and the development oppaorting multimedia resources. The
next stage is to introduce a course on bioethiamimersities. An ethics teacher training
course took place in Bucharest last year, and dasirmourse will be held in Riyadh,
Saudi Arabia, in November 2007. There is also a ptaestablish a UNESCO chair in
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bioethics in Saudi Arabia. The EEP also plans toupea documentation centre in the
Region, amongst its interconnected activities. ddit#on, there is a need to involve the
public in debate.

2.4 UNESCO Cairo Office’s ethics programme
Orio Ikebe, Programme Specialist, UNESCO Cairoceffi

Orio lkebe described the role of UNESCO Cairo CGffievhich is the Regional
Office for Science and Technology, and the focahpon bioethics and ethics science
and technology for the Arab region, so has manyaws which help with bioethics
committees. Bioethics is a priority project for USEO in social and human sciences,
and the Cairo Office is working with field officesxd Member States in the region, as
well as regional organizations and UN agencies. Oh¢he roles of the office is a
clearing house, providing information on expemstitutions, legislation, guidelines and
teaching programmes in the Region for databaseh, &sithe Global Ethics Observatory
(GEODbs). There is also a project to establish aiehentation centre in the Region.

Standard setting is embodied in the three UNESCOladions relating to
bioethics adopted in 1997, 2003 and 2005, and oriafl at the regional level through
workshops and support for national bioethics coreag (NBC) to implement principles
into national legislation and guidelines. Capadityilding is being implemented by
supporting the establishment of NBC, and the a@iiof existing NBC, through this
First Regional Meeting on National Bioethics Contgdt, and by promoting ethics
education through the first Experts Meeting on &hkducation, which was held in
Oman, 26-27 November 2006. With regard to reguiation bioethical issues, there are
two aspects; each country should deal with regariataccording to its culture and norms,
but there is also a need to harmonize and seekranoa approach. lkebe raised the
guestion of the contribution of this region to timernational community, giving the
example of the contribution of the Arab Stateshi® UN discussion on human cloning
between 2002 and 2005.

The promotion of networking is essential for thélpzation and dissemination of
meeting reports, as well as the exchange of infaomdrom organizations involved in
bioethics, and from national bioethics committed®NESCO can host a website of
‘Bioethics in the Region’, which can provide lintsNBC in the Region, and to regional
and international organizations, in addition toomnfiation on experts and institutions,
announcements of forthcoming events, newslettedggports of meetings.

2.5 The International Bioethics Committee of UNESCO (IEC)
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Dr Nouzha Guessouss-ldrissi, Chairperson, Intenadl Bioethics Committee

Dr Guessous-ldrissi spoke about the InternatioriaétBics Committee (IBC), of
which she has been chairman for two years. TheuR€ established in 1993, and is the
first global intellectual forum for in-depth bioéthl reflection. The tasks of the IBC are
to promote reflection on the ethical and legal ésstaised by research in the life sciences
and their applications; to encourage action to liteiy awareness among the actors
concerned; to cooperate with other institutionsceoned by the issues raised in the field
of bioethics; and to contribute to the implemewiatdf the Universal Declaration on the
Human Genome and Human Rights, and the Internatizeeaaration on Human Genetic
Data, and the dissemination of the principles sétfterein.

The 36 members of the IBC are appointed by thedireGeneral of UNESCO for
a four-year term, with a maximum of two terms. Thembers are independent experts
acting in their personal capacity as specialisthénlife sciences, in the social and human
sciences, including law, human rights, philosoplgucation and communication.
Criteria for membership include cultural diversibglanced geographical representation
and pluridisciplinarity. IBC works through plenasgssions and working groups, which
send recommendations and reports to the Directoefag along with the IGBC.
Information is then disseminated to Member Statesuigh the General Conference and
Executive Board, and to other institutions andgéeeral public.

Dr Guessous-Idrissi listed the reports and advafethe IBC from 1994 to 2003,
and referred to the importance of the three Detitara for ethics in the Region. Article
25 of the Universal Declaration on Bioethics andrtdn Rights (UDBHR) states that
UNESCO shall promote and disseminate the principktsout in this Declaration. In
doing so, UNESCO should seek the help and assestahdhe IGBC and the IBC.
Continuing implementation of the Declaration, &t tivelfth session (Japan, December
2005), IBC reaffirmed its commitment, and the reads of each of its members to help
and assist UNESCO in carrying out activities fa fromotion and dissemination of its
principles at international, regional and natiolealels. The IBC programme for 2006—
2007 includes working groups on consent, and orabmesponsibility and health, reports
of which will be presented to the fourteenth IBGsien in Nairobi, 15-18 May 2007.
Other ongoing activities include the publication af book on the UDBHR with
contributions from IBC members, and contributinghe promotion of establishing NBC
and supporting existing ones.

3. ACTIVITIES OF INTERNATIONAL BODIES IN THE REGION
CONCERNED WITH ETHICS

3.1 The Islamic Organization for Medical Sciences (IOM$
Dr Abdul Rahman Al-Awadi, President, Islamic Orgaation for Medical Sciences
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Dr Al-Awadi gave an account of the IOMS, commentihgt four important events
in 1978 highlighted the necessity to form the IOM®Biese events were the Islamic
celebrations to mark the beginning of the 15th wgnhajira, the birth of the first test
tube baby, the 10th Meeting of the OrganizationJoience and Technology in Paris, and
the provision of medical care for those in neede Titst meeting of the IOMS was held
in 1980, with the title “Giving birth in the lightf Islam,” and topics of discussion
included test tube babies, surrogate mothers, difttial insemination with donors, as
well as other related subjects. From the outsel@S adopted a new policy, inviting
both medical and technological experts to givertbpinions, and consulting them on a
variety of problems. Decisions were sent to theialog and scholars of jurisprudence,
and then recommendations were given for each daseder to make the Organization
international, the IOMS conferred with regional antérnational Islamic communities in
the Islamic world, and invited their representadivdOMS committee members also
became members of several international organizstisuch as the Regional Office of
WHO.

Referring to the recommendations of the HelsinkclBetion from 1975 to 2000,
and other recommendations from the WHO and the Cibufor International
Organizations of Medical Sciences (CIOMS) from 199%000, Dr Al-Wadi raised the
guestion of ethics and its origin in Islam. He pethout that one can find passages in the
Quran which illustrate this. The basic Islam présephich were adopted by the IOMS
are the respect of people for each other, achigvergfits according to Muslirsharia,
and justice between people. These precepts resintede Islamic Code of Medical
Ethics, which was published in 1980. The Code wadeag by Islamicsharia, most of its
clauses focussing on professional ethics, and dhaionship between the doctor and
God, the doctor and himself, his patient and sgcikte reaction of the rest of the world
to the publication of the Code was encouraging.

However, Dr Al-Awadi noted that since 1980, theesédr been new developments,
so medical practice today does not only concentratéhe doctor and patient, but there
are other parties involved because of the intradncof technology. He gave as an
example doctor/patient confidentiality, and thereat use of computers for storing data
about the patient, both nationally and internatilgnawhich raises the issue of who has
the right to this information, and to what extddé also mentioned abuses and unethical
practices, such as the trade in organs, and thadngb the discovery of the genome, as a
result of which the insurance company has becomperty in the debate, leading to the
guestion whether an insurance company has thetogleguest genome analysis from the
client, so as to be aware of his medical probleespecially if this information is
acquired without the client’s consent.

Dr Al-Awadi said that the IOMS organized a confaremt the end of 2004 to issue
a new code, which would take into account new dmraknts since 1980 and be more
relevant to the 21st century. The Internationahnst Code for Medical and Health
Ethics has three parts, covering professional gthides of ethics to be observed in all
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medical research, and new medical issues fromsilaenic perspective. Further subjects
have been addressed by the IOMS since 2004, suoliaglual health problems, family
and society, which was studied with the suppothefWHO, and resulted in the Amman
Declaration on Health Promotion in 1989. Anothebjsat was the patenting and
manufacture of medicine, and its price in develgainuntries. Several recommendations
were issued on this topic, and a report was setitetdVorld Trade Organization. Organ
transplantation from living to living persons, aftfdm dead to living persons has also
been discussed in a conference held by the IOM®, @dperts from medical and other
sciences, religious scholars and legal represgatdfhe religious position on this issue is
very positive, without sacrificing any Muslim bdke Further activities are planned, such
as the forthcoming international conference on stethresearch and future challenges,
to be held in Cairo in November 2007.

Dr Al-Awadi said that the IOMS is planning a prdjen teaching health ethics, and
aims to spread knowledge and the ethics culture,onty among Islamic people and
physicians, but also among the general publicénislamic and Arab worlds. In addition,
the IOMS is formulating controls for medical resdgr and is preparing a new
programme for the ethics of practitioners in all dical specializations. Other
international conferences organized by the IOMSehdiscussed HIV/AIDS, and the
rights of the disabled.

Dr Al-Awadi concluded his account of the IOMS byisey that the Organization
has also issued a number of recommendations reggatti use of herbal medicines, how
they should be planted, harvested, dried and stimeorder to be hygienic, and free of
contamination.

3.2 The Arab Committee for Science and Biotechtmgy Ethics of ALECSO
Dr Salwa Baassiri, Vice President, Arab CommittdeEthics of Science and
Technology

Dr Baassiri began by commenting that the meeting significant in view of the
concern as to whether the field of bioethics is patible with Islam, or not. She
emphasized that the Arab region has a strong posith science and technology, not as
an outside observer, and this touches on the valtidgab communities all over the
world. She observed that it is necessary to engeutthe impact of technological
advancement, and to crystallize the vision of atligsues, not to limit research, but to
recognize the dangers to human dignity, as wathasl costs.

Dr Baassiri explained that the Arab League EdupatioCultural and Scientific
Organization (ALECSO) coordinated with many intdim@al bodies to develop an
institutional framework, and these efforts culmethtin the formation of the Arab
Committee for Science and Biotechnology Ethics @irit in 2003. The eight members
of the Committee were selected on personal merthbyDirector General of ALECSO
from recommendations by Member States. In the firseting the members adopted the
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internal policy of the Committee in twelve articléefining its role and objectives,
including conditions for, and duration of membepsHunding and financial regulations.
The Committee operates under the supervision cb#ueetary General of ALECSO.

Dr Baassiri confirmed that from the outset the A@bmmittee for Science and
Biotechnology Ethics succeeded in holding annualetings, which covered new
developments and issues, and discussions of thenttea’s future activities. In order to
reach intended goals, annual workshops were hetébate ethics issues, in addition to
the regular annual meetings. Each of the workshegs concerned with one of the
important ethics issues in national communities launthan society worldwide.

Dr Baassiri listed the conferences and meetingarozgd by the Arab Committee
over the past four years in different ALECSO MemB#ates, giving details of the main
topics of the conferences, and the number of pgpesented at each. She stressed that
such meetings are an effective way to monitor $idierand technological advances; to
learn the opinions on these new developments discus scientific meetings held in
Arab states; to participate in international deptiegaise public awareness of moral and
ethical values among a large portion of Arab sgciahd to communicate with experts in
bioethics from national, regional and internatiainaltitutions, so as to synergise efforts.

Dr Baassiri concluded by enumerating the futuresadALECSO as follows:

» to activate collaboration at all levels;

» to intensify collaboration between ALECSO and otAeab organizations,
which have not yet established ethics committees;

» to accelerate channels for discussion of ethieges# the Arab region;

» to invite Arab bioethics committees at nationaleleto play a bigger role
with more activities;

» to call on national committees to advise and giyepsrt;

» to be guided by conferences and workshops to img¢mecommendations.

Recommendations should be documented and madealaleaib all concerned, and the
Arab Committee seeks to make documents more eabthinable, and understood by
different sections of Arab society, particularlg tyouth.

3.3 Activities of GCC in relation to bioethicsgthics of science and technology
Dr Tawfik A.M.Khoja, Director-General, Health Miné's’ Council for Gulf
Cooperation Council States

Dr Khoja stated that the Executive Board of the Ithelslinisters’ Council for Gulf
Cooperation Council (GCC) States has been veryasted in promoting health research
in the Region since the 1990s, and he referred dsoRtion #3 issued by the 37th
Ministerial meeting in 1994, which emphasized thgartance of having a system for
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organization of the medical profession and its ficac He also gave examples of
resolutions and recommendations issued by Mingtenieetings and meetings of the
Executive Body in 2003 and 2005, which rejected anrcloning and all experiments on
human embryos; emphasized the need to develop fiedu@ulf system model about

human cloning, and establish a special task fardssue unified Gulf guidelines on this
subject; stressed the importance of establishitigmel committees for medical ethics in
the GCC states, and the need to raise general m@smreabout medical ethics among
healthcare workers and the community, urging MemBtates to include medical

profession ethics in their educational and trairdogicula.

Dr Khoja described the involvement of the ExecuBa@ard in capacity building in
the Member States in the field of health reseamdmtioning that there have been many
workshops, such as that held in Saudi Arabia inebdxer 2004 on constraints of
scientific research in health, in which the needclarify research ethics, the lack of
national ethical guidelines, and the aims and condfl research were discussed. The
Executive Board has also collaborated with reldtedies, such as the Council on Health
Research for Development (COHRED), WHO/EMRO, thehal Forum for Health
Research (GFHR), Child Health Nutrition Researdtaltives (CHNRI), and the Islamic
Organization for Medical Sciences (IOMS). He reddrto the joint meeting held with
COHRED and EMRO in November 2005, in which 10 cdestfrom WHO Eastern
Mediterranean Region and GCC participated. At theeting it was agreed that a
situation analysis should be carried out in thetigipating countries using a tool
developed by COHRED, with a view to strengthenihg hational systems of health
research in the countries concerned. At a workstropihe same subject held in May
2006, it was decided that a phased action-orieamgatoach should be taken, the first
phase being mapping of national systems of heakbarch, to help decide priorities for
system strengthening.

Dr Khoja said that collaboration with the IOMS hlhden particularly fruitful in
clarifying the mechanism of preparing and implermanthe draft Islamic document on
ethics for the medical profession. The IOMS undsktocoordination with all bodies,
institutions and organizations interested in theués of medical ethics, including the
Executive Body of the Health Ministers’ Council.i$ltollaboration was crowned by the
International Islamic Code for Health and Medic#hiEs, which was issued at the 8th
World Conference of the IOMS in December 2004.

Exchange of information among the GCC countriethénfield of medical ethics is
ongoing, through dissemination of various relatelligations, conference reports, books
and articles dealing with bioethical issues, sustclaning, use of stem cells, genetic
engineering and human reproduction, organ trantgian, forensic medicine, and
excessive promotion of drugs. Dr Khoja gave exampfeseveral publications, including
the two volumeScientific Medical Research and its Legal Contreldited by Dr Tawfik
A.M. Khoja, which is the first book published in &ic on this subject.
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In conclusion, Dr Khoja outlined future objectives:

* Increasing coordination with all related and coneér organizations to
include medical ethics in the educational and tngircurricula in health
institutions, colleges and academic institutions.

» Continuously updating the bioethics guidelines ke, in order to cope
with recent issues evolving in the community, sashbiotechnology, and
genomics.

» Developing guidelines for the pharmaceutical preifas, and other health-
related professions, including nursing.

» Strengthening coordination with international orgations, notably the
IOMS.

Supporting effectively research in the field ofiedical ethics.

3.4 The European Group for Ethics in Science andew Technologies (EGE)
Dr Inez de Beaufort, European Group of Ethics ireBce and New Technologies

Dr de Beaufort began her overview of the Europeaouf® for Ethics in Science
and New Technology (EGE) by stating that the graipn independent, pluralist and
multidisciplinary body, which advises the Europgaoammission on ethical aspects of
science and new technologies. The regulation ofa&tissues is the responsibility of the
Member States, but there is a common set of bdwmced values in the Charter of
Fundamental Rights. The group currently has 15 neesplexperts in such disciplines as
law, medicine, food sciences and bioethics, whoapmointed solely for their expertise
and personal qualities.

From 1991-1997 ethical issues in the EU were dsliby the Group of Advisers
on the Ethical Implications of Biotechnology, ame ffirst mandate for the EGE covered
the period from 1998 to 2000. The mandate was redefar the years 2001-2004, and
further redefined for 2005-2009. Members of the EdB& appointed by the President of
the Commission for a term of four years, and theu@relects its own President and Vice
President.

The opinion of the Group on a particular issue ngvjgled at the request of the
Commission on the Group’s initiative. The Parliatamd the Council may also draw the
Commission’s attention to specific issues. An ominis arrived at through working
meetings, consulting experts, studies and publindaable discussions. With regard to
the adoption of an opinion, the Group always endees/to reach a consensus opinion,
but if disagreement remains regarding specific {goin the full opinion, then this is
recorded in the opinion as a “minority opinion.er@&in problems can arise during the
formation of an opinion, where a delicate balanae to be reached between consensus
and compromise, the field to which the ethics comeeé apply, as well as depth and
timing. Once an opinion is adopted, an official tivgeis held with the President of the
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European Commission, and every opinion is publishedediately after its adoption in a
press conference, and on the Group’s website.

Dr de Beaufort listed the opinions published by GBbetween 1991-1997, and
the opinions published by the EGE from 1998 to 20§iving details of the last two
opinions, ‘Ethical aspects of information and conmigation technologies (ICT) implants
in the human body’ (No.20, 16/03/2005), and ‘Eth&spects of nanomedicine’ (No. 21,
2007).

4. PRIORITY ISSUES IN THE FIELD OF BIOETHICS

4.1 Ethics of research involving human embryos
Dr Gamal Serour, Chairman, International Federatifmmn Gynaecology and
Obstetrics/Committee for Ethical Aspects of HumaprBduction and Women'’s
Health

Dr Serour opened his presentation with the observahat ethics of research
involving human embryos is a very controversialiégp@nd he was approaching the
subject from the physician’s point of view. He d#sed the different types and sources
of stem cells used in this kind of research, ré@fgrialso to cloning. The objectives of
human embryonic stem cell research are to treatigg and degenerative diseases, to
understand early human development, to provideadesenodelling, and to aid in drug
discovery.

Dr Serour gave examples of a number of internaticethical perspectives
regarding human reproductive cloning, such as agmés identity, respect for human
dignity, as well as cooperation between states Bmdrnational organizations in
identifying such practices, and he referred to rdlevant Articles in the International
Declaration on Human Genetic Data (UNESCO 2003),tAe Universal Declaration on
the Human Genome and Human Rights (UNESCO 1997)alste pointed out that the
WHO and other international organizations condenmmatian reproductive cloning. Dr
Serour quoted parts of the Report of the IBC on Hikical Aspects of Human
Embryonic Stem Cell Research (UNESCO 2001), as althe reports on ‘Embryo
research’ and ‘Human cloning’ of the Committee fbe Ethical Aspects of Human
Reproduction and Women’s Health of the Internatidfederation of Gynecology and
Obstetrics (FIGO), which were published in the Fatlen’s journal in 2006.

Regarding the Islamic perspectives of ethics, Dio&eoutlined the primary and
secondary sources ddharia, and the broad principles of Islamic jurisprudernuainting
out that while the primary sources encouraged iageri family formation and
procreation, the secondary sources and Islamisgwdence encouraged the use of
assisted reproductive technology and research,sfnecessary, for infertility treatment
and benefit of human kind. For example, embryoaesefor therapeutic purposes, such
as prevention of genetic diseases and non-reprgducioning, is permitted and
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encouraged, but embryo research for non-therapeutiposes, such as to produce
designers babies or reproductive cloning, is pritdab

In conclusion, Dr Serour gave further extracts fritim 2001 Report of the IBC on
the Ethical Aspects of Human Embryonic Stem Cellsdaech, and the Universal
Declaration on Bioethics and Human Rights (UNES@O3).

4.2 Ethics and law of biobanks
Dr Judith Sandor, Director, Centre for Ethics andviLin Biomedicine, Central
European University

Dr Sandor observed that changes in medical resdesoh the mid-20th century
onwards raise the question whether it requiresnaethical or legal paradigm. Before the
mid-20th century research was performed on the bbdy current medical research,
although it is about the body, is carried out ist teibes in a laboratory. The frontiers of
the human body, therefore, need to be defined. |&gal concept of the body can be
taken as a starting point, a problem which goek loaoturies, as can be seen in Roman
law and philosophy.Legal concepts of the human baxly body parts cover personal
rights, privacy, property, property-like interestansferability, medical waste and
abandoned property.

A number of issues need to be addressed, suchvasohprotect the information
related to stored tissues, and the status of ¥irgglhuman body, body parts and the dead
body. Decisions on such issues should be madeHhigsetommittees. Dr Sandor gave
examples of legal cases involving non-consensstihtg of stored samples. Information
is also available through different types of dat#sza such as publicly accessible
databases and national DNA databases, as well asnemial, clinical research,
academic, study-specific and non-study-specifietjerdatabases.

Dr Sandor commented that international norms wetid Hown in the three
UNESCO Declarations, and quoted several Articlasceming transnational practices,
the special status of human genetic data, the nedpromote independent,
multidisciplinary and pluralist ethics committeedhe also referred to the Council of
Europe, set up in 1949, which is an intergovernaleatganization fostering political,
legal and cultural cooperation between its 46 Mangtates. Articles in the Council of
Europe Convention on Human Rights and Biomedicib¢iddo Convention 1997), deal
with primacy of the human being, informed consgnrtyate life, non-discrimination,
prohibition of financial gain, and disposal of an@ved part of the human body.

The Recommendation on Research on Biological Materof Human Origin,
which was drafted by the Steering Committee on Bios (CDBI), and adopted by the
Committee of Ministers in 2006, states as its dbjleat ‘Member States should protect
the dignity and identity of all human beings andamguntee everyone, without
discrimination, respect for their integrity, righto private life and other rights and
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fundamental freedoms with regard to any researclerged by this recommendation.’
The Recommendation defined a population biobankaasollection of biological
materials that has the following characteristics:

» the collection has a population basis;

» it is established, or has been converted, to supfogical materials or
data derived therefrom for multiple future resegrobjects;

* it contains biological materials and associatedsqaal data, which may
include, or be linked to genealogical, medical &festyle data, and which
may be regularly updated;

» it receives and supplies materials in an organimadner.

A proposal to establish, or to convert a collectiona population biobank should be
subject to an independent examination of its commgle with the provisions of this
recommendation.

Dr Sandor also enumerated the European Union tiesctconcerning human
tissues and cells, the legal protection of biotetbgical inventions, and the processing
of personal data. She observed that with the pitigsitf storing tissues and using them
for further research, such as genetic studies, onlyt ethical and legal perspectives are
affected, but individual expectations and evengaakrights may emerge or change, and
she cited examples of biobank projects in Iceldgtpnia and the United Kingdom, as
well as the HapMap project, which involves scidstand funding agencies from Canada,
China, Japan, Nigeria, the United Kingdom and thédd States.

Dr Sandor concluded by decribing how the collectibriissue and blood samples
has been practised since the beginning of the 28tiury. However, society is now
demanding more control for several reasons: becalibéstorical experiences (eugenic
health policies), more extensive expectations lier protection of our bodies and body
parts, the greater expansion of genetic reseanctl, tae fear of cross-linking and
identification. Regarding policy consequences, ais are the subject of regulation, and
data protection rules are being developed and dgteto this field. Biobanks have been
considered predominantly as a challenge to dattegtion laws. Security and legality
have also been concerns for legal policy, but coroiakzation and its consequences
have not yet been adequately assessed.

4.3 Ethical issues in pandemic influenza planningral response
Dr Andreas Reis, Technical Officer, WHO/HQ

Providing an epidemiological background to pandenmfluenza, Dr Reis
commented that many Member States of WHO have hiloreaks of avian flu since
2003, and up till the present there have been &l2@3 human deaths from the H5N1
virus. So far no human to human transmission hasroed, but there is concern that the
normal flu virus and avian flu might combine andrsta pandemic. Examining the
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likelihood of this happening, statistics of flu jgimics in 1918, 1957 and 1968, show
that a pandemic has occurred almost every 40 ysaiaother may be due.

Ethical issues in pandemic preparedness and respoaside equitable access to
health care in a pandemic; non-pharmaceutical messsuch as isolation, quarantine,
social-distancing, and border controls; obligatimfisand to health care workers; and
international cooperation. No country will have egb resources to deal with a
pandemic. Some countries have started stock-pibag this is still not enough. Before
there is a confirmed outbreak, a vaccine cannateveloped. Many intensive care beds
may be needed and will be in short supply. Animgdues, such as culling, also
have to be considered. With regard to isolatiorsoiineone is put into quarantine, there
may be infringements of human rights, so the b&nédir public health should outweigh
affects on the individual. The question also arse$o who has the power to impose and
control this process.

Dr Reis stressed the importance of planning andaseginess, saying that countries
should prepare and discuss various issues ahethayfand make sure that the public
has been engaged in the decision-making processgade examples of activities
conducted by various countries, including Canadalafd, France, New Zealand and
Switzerland. He also described the WHO project,ctvhionsists of the formulation of
guidance for Member States on how to address thieattissues that arise in the
preparation, and response to a potential influg@ralemic. In the process for developing
guidance to equitable access, public health megsshealth care workers’ obligations
and international responsibilities, each topic &np addressed by a working group
chaired by an expert. There are 35 working groupnb@s in public health, science,
medicine, ethics, human rights and law from insitée outside WHO, including other
intergovernmental organizations. A technical megth all working groups, with WHO
Regional Office participation, took place in MayO®in Geneva, as a result of which,
four issues papers have been written. A Global Gltatson was also held in October
2006 in Geneva.

Dr Reis mentioned several capacity-building adgegitin Cambodia, France,
Indonesia, Kazakhstan, Japan, the Eastern MeditaraRegion, and Pakistan. The way
forward includes the publication of the Report bk tGlobal Consultation, and the
Document on Ethical Considerations for Pandemituémza Planning (May/June 2007),
as well as dissemination through various channeh s WHO, MOH, NGOs, the UN
Interagency Committee on Bioethics, the Global SitnofiNational Bioethics Advisory
Bodies, conferences and workshops. The WHO/HQtiomal areas related to pandemic
planning and response were outlined: influenza gmegness, standards, and scientific
coordination; alert and response operations; WHtiegency planning; and
communications.

Dr Reis said that new infectious disease threaliscantinue to emerge, and this
project is setting standards for pandemics in gdneot just pandemic influenza. The
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main issue is how to develop the sustainable natiand global capacity to detect and
respond effectively, in a way that respects etlied human rights standards. Ethical
issues need to be addressed in preparedness anthglahead of a pandemic in order to
respond effectively. WHO is giving support and guide to Member States in order to
address technical and ethical issues.

4.4 Discussion

The issue of public health ethics was raised indikeussion, including topics such
as access and transparency, as it was pointedhatuthis aspect of bioethics is not dealt
with so much in depth. The same also applies toremwental issues, pandemics and
clinical research. This is in spite of the facttttee UNESCO declaration on bioethics
applies not just to research, but to all relevantigs.

The collaboration between WHO and UNESCO regardethics was also
discussed, with comments made on the differendbdrregional states covered by the
two organizations. UNESCO, for example, includeghiistan, Iran and Pakistan,
although they are not Arab countries. Participagi®ed, however, that it is necessary to
be pragmatic if collaboration is to continue. Thare also ethics programmes in FAO
and ILO, and UNESCO has established an interageamymittee on bioethics to bring
together all bodies in this field, to avoid overkapd better impact activities. There is the
need for synergy, and since there is no contragidietween UNESCO and WHO, there
is no problem. Specialists from both organizati@as contribute their expertise, as
collaboration is vitally necessary for the futufeomethics.

Drawing the attention of the media to bioethics whaessed, and the possibility of
providing training in the subject for media persehrnother point commented upon,
was the need for international bodies to undertakee discussions on the problems of
stem cell research, both animal and human. Legslatn the ethics of this type of
research, including abortion and cloning, needsetenacted in countries in the Region.

5. INTERNATIONAL NETWORKS AND NATIONAL ETHICS
COMMITTEES IN THE REGION

5.1 The UNESCO Global Ethics Observatory and AB®roject
Dr. Henk ten Have, Division of Ethics of Sciencd @aechnology, UNESCO/HQ

Henk ten Have gave an overview of the UNESCO Gldbthics Observatory
(GEODbs), the Ethics Education Programme (EEP) bhagtoject for Assisting Bioethics
Committees (ABC), which represent the ethics infragure in the application of the
Universal Declaration on Bioethics and Human Rightse GEObs consists of five
databases, which are freely accessible in six lages! (Arabic, Chinese, English, French,
Russian and Spanish), on the UNESCO website:
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» Database 1: experts in ethics (852 experts)

» Database 2: institutions, organizations, commiss{@03 institutions)
» Database 3: ethics teaching programmes (109 progesin

» Database 4: legislation

» Database 5: codes of conduct.

Ten Have described the development of Databaseethics-related legislation and
guidelines, which was launched in March 2007, amolved examples of web pages on
selecting a region, a country, topics and Declanadirticles, as well as country details.
On legislation, the GEObs tries to make the reletaxts of legal documents available,
and it is hoped that data from Egypt, Jordan anadiSArabia will be available in the
near future.

Outlining the project Assisting Bioethics Commitgeden Have referred to the
problems in recording data, which is dependenthenreturn of questionnaires which
have been sent out. Practical information on howedtablish, activate, and educate
bioethics committees is provided in the form ofdgliooks in different languages. How
ethics committees are defined depends on the desirdoncerned. The principal types
are policy-making and/or advisory bioethics comea#t (PMA), health-professional
associations bioethics committees (HPA), healte/baspital ethics committees (HEC)
and research ethics committees (REC). There #exaht ways to consititute an ethics
committee; sometimes it is a sub-committee, somextint is part of a government
department, and it is up to Member States to deoitdeheir approach to a bioethics
committee, which should be multidisciplinary, andintain a cultural balance.

Ten Have said that countries have been approachasktif they need advice, and
five African countries and one in Latin America acerrently in the process of
establishing bioethics committees. Technical supjsobeing provided by two teams of
experts from the Democratic Republic of Congo, Eearindia, Mexico, the Netherlands,
Saudi Arabia and the United Kingdom, who are adgsin methodology and a plan of
action. Togo established a National Ethics CommiiteMarch 2007, and Ghana will do
so in the next few months. A three-year projecsgistance from UNESCO will provide
training in various aspects of sustaining a bi@sthiommittee. It is hoped that new
committees can be included in a network of etharamittees worldwide.

5.2 The Global Summit of National Bioethics Addory Bodies
Dr Marie-Charlotte Bouesseau, Technical Officer, &/HQ

Dr Bouesseau put the Global Summit of National Bims Advisory Bodies
(GSNEC) in context, commenting that in the pastadecmany countries have formed
their own NBC, with Egypt as a good example. Mersl@frthe NBC are appointed by
Chief Executives, Ministers of Health and legistaiy and their function is to analyse
and offer recommendations regarding the ethicaleisshat arise in healthcare. Their
mandate and functions differ. In some countriesttipécs dealt with cover a very wide
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range, while in others the focus tends to be tlmécat review of research protocols.
Providing historical background, Dr Bouesseau noertil the six Global Summits which
have taken place so far, highlighting the LondomBut in 2000, which saw strong
participation of committees newly established imdpe; the 2002 Brasilia Summit, when
a new model of work was introduced with plenarycdssions as a way of sharing
experiences; and the last Summit in Beijing in 2006en several pertinent issues were
openly discussed.

Dr Bouesseau stated that the main outcomes of ithe decade of the Global
Summit were the provision of a unique platform éxchange of information about the
work of NECs; the opportunity for open debate, &xing on specific issues; facilitating
access to working documents prepared and circutatedto the meeting; contributing to
the updating of information regarding the statud &mctions of national bodies. She
mentioned that the next Global Summit of Nationadhics Advisory Bodies will be
held in France, and the 9th World Congress of Biigstin Croatia, in September 2008.
She concluded by reiterating the progress towardgobal network, with increasing
participation from low and middle income countriasd the need to identify mechanisms
of solidarity between NBC; the benefits derivedniroultural diversity, in the exchange
of information and experiences, and participationopen debate; as well as ensuring
continuity with WHO serving as secretariat, andrble of international organizations in
the field of bioethics.

5.3 Bioethics capacity mapping in EMRO countries
Dr Henry Silverman, Director, Middle East Reseakthics Training Initiative
(MERETI), University of Maryland

Dr Silverman reported on the survey of the bioettnapacity in EMRO countries,
stating that the survey was developed to identifg existence of NEC, functional
aspects, resources, challenges and needs. The sumgesent to the EMRO office in 33
countries, and delivered to individuals involvedhWNEC, or involved with ethics with
the MOH. The results show a response rate of 1&2gonses received, 11 with NEC
and one without the existence of NEC. The geneaifakination reveals that 10/11 NEC
meet regularly, twice a month (1), once a month €2¢ry two months (4), although one
NEC has never had a meeting, and three othersotlidnswer this question.

In a series of bar graphs, Dr Silverman illustraetivities of the 12 NEC, covering
types of involvement, the roles of the Committgget of research review, capacity to
perform duties, training topics for more trainingge of ethics guidelines and challenges
to their use, laws regulating reseach, and findscipport. With regard to training topics,
some were rated as “very/quite” important by eiGloimmittees. These topics included
provision of appropriate risk reduction measuresseasment of understanding of
informed consent, privacy and confidentiality, mioning and oversight. The least
important topic was incentives for participation.
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Summing up, Dr Silverman emphasized that the NEAE shbmitted responses are
active, meeting regularly, and reviewing reseattiey are in involved with training,
have produced publications in ethics, and haveldped national guidelines. They grade
themselves as having good capacity, but less thinohthem have financial support.
Challenges to be met include lack of training ofrmbers in medical ethics, lack of
ongoing training for members, inadequate abilityntonitor approved protocols, and the
need to regulate the conduct of Research Ethicsn@tte®es (REC). Challenges to the use
of guidelines include the development of appropri@tional guidelines, the variable use
of guidelines across committees, and the developmein appropriate laws.
Areas for discussion are training programmes, tnekbpment of appropriate national
guidelines, the drafting of laws regarding reseaethics, and the establishment of a
network.

6. COUNTRY PRESENTATIONS

6.1 Afghanistan
Dr Mir Lais Mustafa, Secretary, Institutional Rewidoard, Afghanistan

Dr Mustafa stated that after the fall of the Tafibam Afghanistan, the country
attracted the attention of the world community $gist financially and technically. There
was, however, a need for baseline information beeaf reports of extensive research
studies in Afghanistan without approval, and violas. The Ministry of Public Health
considered it necessary to set up a review boad,ira October 2004 the Afghanistan
Institutional Review Board (IRB) was establishedr Blustafa gave the terms of
reference of the IRB which include examining andie®ing proposals, meeting on a
monthly basis, setting conditions for approval gbraposal, laying down guidelines in
accordance with Afghan socio-cultural aspects, atlker terms concerning IRB
membership, decision making and programme evaluatio

Dr Mustafa mentioned the successes achieved byfijlean IRB, first of all in
establishing for the first time an IRB, which isfitional and meets regularly, ensuring
that no research on human beings can be conduciémbulv review. Seventy-six
proposals have been reviewed so far, six of whaetbeen rejected. The IRB has also
held an ethics workshop for local government andJ¥Gand included medical ethics in
the curricula of the medical faculty. Challenges the IRB in the future include female
representation, appointing as a committee memtbsgr person with religious knowledge,
legal expertise, monitoring of projects, lack ofaerces, (at present projects far from
Kabul cannot be monitored), guidelines and codescaiduct, updating members’
knowledge of research ethics, and lack of intepactiith international bodies. It is also
hoped that in future all members of the IRB will Béghan nationals. The present
committee has ten members, six of whom are foregyne
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6.2 Egypt
Dr Ibrahim Badran, Chairman, National Bioethics Canittee, Egypt

Dr Badran provided an overview of the National Bines Committee (NBC) in
Egypt, which was established in 1996, and has 3thbees from various disciplines,
including physicians, scientists, agriculturalistsociologists, religious specialists,
pharmacists, and experts in jurisprudence, comnatinits and genetics. The objectives
of the Committee comprise undertaking studies dffiering advice that relate to the
ethical principles in carrying out biological resda applications; harmonization of
national activities undertaken by concerned Egypiiestitutions in the field of ethics in
biological sciences; raising public awareness; higimeg educational curricula on
bioethics; and instituting a national focal poimtstering communication with other
organizations, regional and international agenadispf which have contributed to the
extension of ethics worldwide. These include, UNBSGVHO, the World Medical
Association (WMA), CIOMS, ISESCO, ALECSO and IOMS.

Dr Badran summarized the activities of the NBC gyj over the past ten years,
which consist of regular monthly meetings of thenm@attee, with twice weekly
meetings for sub-committees studying specific sttbjehe organization of seminars and
workshops on particular issues of biosciences;esaprtation of the Committee in the
Islamic High Institute, School of Medicine in Al Aar University, and Supreme Islamic
Council in the Ministry of el-Waqf; consultation tivithe Coptic Patriarchate Authorities
for representation in all seminars and workshopgisbing NBC activities with special
multi-faceted working groups, for example on foadesy and bioethics, the relation of
bioethics to international laws, genetically maoglifi food, bioethics in dealing with
natural disasters, bioethics in human medical rebeanimal research, genetic research,
and in nuclear research.

Other activities were the development of a numbiesadentific documents on
various topics, participation in conferences, semsrand workshops organized at local,
regional and international levels; the formulatadfrresearch ethics councils, such as the
bioethics research groups set up in 13 universiigsadvice from the NBC.

Dr Badran stated the challenges facing the EgypN&C, which include poor
harmonization between regional bioethics committéles lack of funding to support
research and publications at national and regilavals, poor response and participation
in world activities on the subject, the weak disgetion of published material produced
in each region, the need to foster scientific gjgiteriodical meetings, scholarships, and
so on, as well as obstacles to institutionalizihg tegular supply of information and
research to media concerned with medical and usityereducation. Dr. Badran
mentioned a number of conferences on aspects ethios, which have taken place in
Egypt over the past few years, and also expresseaded for more meetings like this
first Regional Meeting of National Bioethics Comtads.
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6.3 Islamic Republic of Iran
Dr Hussein Malek Afzali, Deputy Minister Research and Technology, Ministry
of Health and Medical Education, IslamiegRblic of Iran, Head, National
Bioethics Committee

Dr Afzali began by tracing the development of bivet in Iran, pointing out that as
early as the 9th century Iranian Muslim scholaid great emphasis on teaching and
practising medical ethics. In Iran, ethical issaes discussed among physicians, legal
experts and religious scholars, so the principledioethics and solutions to ethical
problems are derived from the Islamic legal rulings

Dr Afzali outlined the progress of medical ethicstidties in Iran, from the
establishment of the Medical Ethics Research Celnyréhe Ministry of Health and
Medical Education (MOHME) in 1993, through the fation of Medical Ethics
Research Committees at different levels, to theeldgwnent of the National Committee
of Medical Research Ethics in 1997, which pavedwhs for establishment of Medical
Research Ethics Committees nationwide. He statttiere are now 42 universities and
130 research centres in the country, all with meddethics committees. The National
Code of Ethics for Biomedical Research (2000) wapared by MOHME, and includes
26 ethical guidelines. The MOHME also compiled matsigic plan for medical ethics
activities, which started in 2002, and is very lokogovering major areas of management,
regulations, communications, research, educatisaining, public announcement,
monitoring and assessment of medical ethics aetbvait national level. Dr Afzali gave
examples of some of the important activities, idolg a nationwide bioethics network ,
and the establishment of the National Medical Ethidormation Centre and Library.

Dr Afzali said that the Specific National Ethicalui@elines for Biomedical
Research were compiled in 2005, with the collabonabf the Medical Ethics and
Medical History Research Centre in Tehran Univgrsif Medical Sciences. The
Guidelines were developed to observe ethical codesrious types of research, and to
protect research participants’ rights. With regam medical ethics education,
undergraduate and postgraduate courses in meditas ehave been initiated at Tehran
University of Medical Sciences, and books and diride have been printed and are part
of the curriculum. One of the future plans of MOHNH:the institution of a doctoral
course in bioethics.

On the subject of legislation, Dr Afzali describbdw experts have expressed
positive viewpoints about bioethical issues, sushoagan transplantation, abortion,
genetics, and stem cell research in Iran, and suntleese have been implemented into
law by parliament in recent years. He gave examgiesome of the legislation on brain
death and organ transplantation, abortion, assigggaduction, stem cell research, and
cloning. Reproductive cloning is prohibited in Iraalthough embryonic stem cell
research has been approved by the religious atié®ori



30

Dr Afzali mentioned a number of Iranian publicasoon medical ethics, including
the attempt to publish a professional journal ie field of medical ethics and medical
history, and the establishment of a medical ethiebsite. He noted that the First
International Congress on Medical Ethics in Irarsvireld in Tehran in 1993, and the
second will be held in Tehran in November 2007.

6.4 Jordan
Dr Suheil Shaheen, Rapporteur, National Ethics Cadtamfor Science

Dr Shaheen stated that the Jordanian NEC was form&@98, headed by the then
President of the Supreme Council for Science anthd@ogy. However, there were
problems in activating the committee, and no megetvas held for four years because of
other commitments of members of the committee. R@mars ago the committee was
renamed as the National Committee for Science amchriology. Members of the
Committee are from the Ministries of Waqf, Healtfgducation and Mass
Communications. The aims of the Committee are ttaroe discussions on ethics and
legal issues, to take measures to increase publaremess, to hold workshops and
seminars, to cooperate with national and internatibodies in bioethics, to contribute to
an Arab consensus on bioethics, to familiarize peaopth the Arab viewpoint and
underline values for better cooperation in the Awdion.

Dr Shaheen admitted that the main achievementheoflordanian Committee are
modest compared to Tunisia or Egypt. No laws hasenbenacted in line with the
principles of the 1997 Universal Declaration on Bhenan Genome and Human Rights,
but a questionnaire on the principles was distedutand some scholars expressed
opinions on various aspects. There was much coameggin the opinions of Muslim and
Christian specialists. It was agreed that the Cdtesshould support projects in medical
research centres in technology, for example stelinregearch and genetic data, and
should also support training and disseminatiomfdrimation on bioethics in schools and
universitites in cooperation with the Ministry oflication, in order to acquaint students
with the most appropriate methods of research.

Dr Shaheen commented that sustaining the Jorddftiaics Committee has not
been easy, due to some administrative and finapoiddlems, and there is a need for an
active host institution, for incentives and supgost other institutions. One project will
be assisted by UNESCO, but more are require.Hoped that ALECSO will be like the
European Group for Ethics in Science and New Teldgnes (EGE), and give advice to
the Arab League, as there is a need for harmomggional and international levels.
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6.5 Lebanon
H.E. Dr Marwan Hamade, Minister of Telecommunicasip Chairman, National
Bioethics Committee, Lebanon

Dr Hamade began by remarking that Lebanon’s expeeien the ethics of life
sciences and health is both pioneering and comfiegause the country is rich in
diversity but also suffers from this, particulady the political level. The NBC in
Lebanon was one of the first in the Arab worldwhls established by cabinet decree in
2001 to involve jurisprudence, physicians, expértsslam and Christianity, but there
were limitations due to different spiritual contemind sectarian concepts. Because of the
diverse groups in Lebanese society, it was easiénd agreement on issues of medical
ethics than social and political understanding.

Dr Hamade stated that although the NBC was formgdcdbinet decree, the
members were chosen independently. The memberdynvaink voluntarily, except for
the secretary who is paid by the government. Ineortd free the Committee from
political involvement, it receives advice from allinistries and laws go through the
national committee. Publications are contributed MBC members. Taking as an
example the IBC, where committee members are nanhbees of government, the
attempt was made to do the same with the NBC iraheb, although there were some
problems because of conflicts or differences olufpdut the government continued to
support the NBC.

The mandate of the NBC is to give opinions, condiatiies and give advice on
legal, social and medical issues. Meetings are inetédmera, and only recommendations
are disclosed. Some recommendations are the contenientific and academic groups,
such as the establishment of an ethics committdestwiss biological issues, for example
assisted reproductive technology, and to advisdoomulating a law on exaggerated
treatment. The NBC is trying to revise the law oadigal ethics, which is now before
parliament. The Committee publishes reports anpualhd articles by members are
published in the Lebanese press.

Dr Hamade emphasized that the NBC has shown itiness to expand work in
Lebanon, and parliament hopes to support othertdesnwho wish to establish NBC.
The diversity of Lebanese members, who speak Frdaehlish and Arabic, as well as
their expertise, means that the Committee has dpadity to help and advise policy
makers with recommendations. He concluded by ezprgghe wish that an inventory
could be compiled of what is lacking in the Regtonestablish ethics committees, and
which countries in Asia and Africa also need thepsut of the Lebanese NBC.

6.6 Libyan Arab Jamabhiriya
Dr Abdul Qader ElI Maleh, Member, Arab Committeekdlfiics of Science and
Technology
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Dr El Maleh began his presentation by citing quotet from the Quran relevant to
bioethics, commenting that it is necessary to retarthe origin of our religious faith to
find ethical roots common to all humanity. He thgave an account of the Libyan
National Committee for Biotechnological Ethics aBib-safety, listing the tasks of the
Committee, to control scientific research and eopgpt used in biotechnology, direct
them to peaceful use and keep records of thermassify relevant national research and
verify it; to report on the research in bioethidsctoning, proposing regulations and
setting principles for control; to define the Lilyaiewpoint with regard to the bioethics
of cloning before national and international comitias; to promote rules on research
ethics of cloning, and to prepare appropriate @ognes for their implementation; to
make note of the international treaties and agregsrte verify their implementation, and
to advise on whether or not they should be ratified

Further tasks include preparing the necessary dentgsmand forms relevant to
disease outbreaks, and asking for assistance enafasiological disasters; training and
gualifying Libyan cadres to acquire knowledge taldeith related international laws and
agreements; discussing and considering subjectsedraiby relevant government
agreement agencies, and any other urgent matter.

Dr ElI Maleh gave examples of meetings concernimagthics held in Libya, and
participation by the National Committee for Biotadfbgical Ethics and Bio-safety in
meetings abroad, mentioning the meeting on steils gelSyria in October 2003, and
conferences held in Libya in 2001 and 2004 on tlnmdn genome, the gene bank and
cloning.

6.7 Morocco
Dr Nouzha Guesouss-Idrissi, Chairperson, InternagioBioethics Committee

Dr Guesouss-ldrissi began with some data on hemiltth research statistics in
Morocco, and noted that the day-to-day ethicaldssare lack of quality and appropriate
health care, inequity in access to health servimed,lack of patient information, respect
of autonomy, and request of consent. With regamdet® medical technologies, there is
also still a marked lack of national bioethicalmstards and institutions, absence or
inadequacy of national jurisdiction regulating thpractice, and no national bioethics
committee, or hospital ethics committee.

Dr Guesouss-Idrissi stated that the only law te dathat passed in 1999 relating to
organ and tissue donation, removal and transplantatnder which organ donation from
the deceased is permitted, but campaigning forerurnig family members object, is not
allowed. All ethical decisions are entirely left tgpthe medical team. Concerning ethics
of research in life sciences, there is still naorel law for the protection of participants
in biomedical research, although a draft law isearndiscussion. Individual initiatives
have been taken by health and research healthsgiofmls; local Research Ethics
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Committees have been set up independently in théiddleSchools of Casablanca and
Rabat, and the Moroccan Association for Bioeth#dglB) was established in 2005.

The Ethics Biomedical Research Committee of Casabhl§ CERBC) set up in
1989 at the Medical School of Casablanca, undestaixgorotect human participants in
research, clinical trials or studies, and to revigw ethical and scientific aspects of
research proposals and protocols. Submission t@€tmemittee is optional, not required
by law, and the Committee’s opinion is advisoryeTBommittee is also committed to
raising awareness of bioethics through seminarsfecences and publications. Dr
Guesouss-Idrissi gave an assessment of the aztivifithe CERBC from 1989 to 2005,
stating that 158 proposals from different sourcegd m various areas of research had
been examined, ten of which had been refused. Bbedascribed the objectives of the
Moroccan Association for Bioethics, and referrea foint Workshop on Research Ethics
held by WHO and AMB in Morocco in 2005.

Needs and challenges facing ethics committees irodto include the necessity to
be multidisciplinary and pluralist, as at presdmré are no lawyers, humanists or lay
people on the ethics committees; training, momm@nd evaluation; status and terms of
reference; open debates for public awareness; f@gromotion of ethics teaching in
universities, as well as the publication of relavaraterials. Dr Guesouss-Idrissi defined
a number of future prospects, including the iniatof public information and debates
on ethical issues to promote national regulatiomsbimethics, taking into account the
historical and socio-cultural characteristics of rbto; the creation of new research
ethics committees, and the establishment of a Nalti®@ioethics Committee. These
factors are dependent on a political decision,lalkd national expertise and the support
of international and regional organizations.

6.8 Pakistan
Dr Huma Qureshi, Secretary, National Bioethics Cattam, Pakistan Medical
Research Centre, Pakistan

Dr Qureshi began by saying that when the NationaktBics Committee was
established in Pakistan in 2004, bioethics wasva cancept, so a national workshop on
the subject was organized. The NBC is linked withics review committees in various
organizations, such as the Pakistan Medical andtadDebouncil (PMDC), medical
colleges, universities, and the Ministry of Healthe NBC is an independent functioning
committee, and has two major sub-committees, ttee&teh Ethics Committee (REC) to
address ethics in health research, and the MeHitéts Committee (MEC) to address
ethics in medical practice and education.

Dr Qureshi reveiwed the progress of the Committeleich included developing
standing operative procedures for the NBC, and ejinds for the REC, (those for the
MEC are in preparation); developing just a montlo aguidelines for stem cell
research/therapeutic use and regulations in Pakisttablishing prioritization of ethical
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issues in Pakistan; and formulating the Bioethict Aar ethical issues in medical
research, so that those who do not comply can baliged.

Dr Qureshi added that another function of the NB@oi set up institutional ethics
review committees (IERC), and last year the Consaitield a 3-day training workshop
with the help of WHO/EMRO. There were 33 particifgarirom 10 public sector
hospitals, and since the workshop these 10 paaticip institutions have formed their
own IERC. The second round of training of IERC kteted; training in one province
out of the four provinces in the country has bemmgleted, and it is planned to cover the
other three in the next two to three months.

Dr Qureshi concluded by explaining that as the N86nly three years old and still
in its infancy, projects are reviewed by IERC, amdly the controversial proposals by the
REC of the NBC. So far the Committee has review@grbjects, of which 7 have been
cleared. There is a need to have more funding feetimgs, workshops and training, to
increase awareness of the NBC, and make its status important.

6.9 Qatar
Dr Khalid Alali , Member, World Commission on thehies of Scientific
Knowledge and Technology (COMEST)

Dr Alali gave an overview of the situation in Qatashere there are is no NEC at
present, mentioning the many recent changes iregpadéducation and investment in
many universities, private universities, and spistvelopment, as well as new health
reforms and the move towards privatization, comimgrthat reforms are easier in Qatar
because the population is small. He said that 7%ational income is now going to
research, and a Science Park is being developedlli@boration with big companies,
such as Shell, for large research projects.

Dr Alali described the current practice for handliethical issues in Qatar, in
which the Hamad Medical Corporation reviews ethisalies in committees, based on
need and occasional requirements. Hospitals oreusities have ethics committes for
approval, national issues are dealt with by ad teogporary committees, and research
and education by research ethics committees. Hkthat the Qatar Foundation is an
umbrella for several foreign universities, Cornkglkginia, and so on, which are branches
of home universities and come with their own etlstasmdards, which need to be revised
to conform with Qatari society.

Dr Alali noted that the draft proposal for a Natd Ethics Committee will be
based on various factors; a review of regional iaternational experiences, what should
be common and what should be specific, an integrajevernmental and non-
governmental body to ensure political accountabditd productivity, and the impact and
status in the political system. As questions toabswered, he gave committee size,
which varies in other countries; recruitment of nbens; funding and whether members



35

should be compensated; the mechanism for impleriemtand follow up. He stressed
that the Committee must have authority to superwsek at international, as well as
national level, as many international companiesvareking in Qatar. He added that he
understood that UNESCO would help set up an NECpaadde support for three years,
and expressed the hope that Qatar will establiSHED this year.

6.10 Saudi Arabia
Dr Faisel Mohamed Abu-Duheir, National Bioethicsn@hittee, Saudi Arabia

Dr Abu-Duheir provided an overview of the Saudi Biem NBC, which was
established by decree in 1422 Hajira (2001), tineedriteria for bio and medical ethics
according to Islamicsharia, human dignity and human rights. The NBC represent
several bodies, as well as King Abdul Aziz City &rience and Technology. Many cities
in the country have research centres, but themensed to set standards for ethics, so that
bio and medical research will be conducted obsgrethics from the viewpoint of Islam
and security. It is hoped that a law to this efigitt soon be passed in Saudi Arabia.

Dr Abu-Duheir stressed that the NBC aimed to sdé¢sriand standards to be
recognized by laboratories working in the biomeditgld, so that research would be
carried out in an ethical manner according to maéonal standards. Although this is one
of the goals of the NBC, there is not a mandatgefsbecause the ethics system has not
been widely adopted in Saudi Arabia so far. Thigiels viewpoint has to be taken into
consideration along with technological advancesnbied that patient confidentiality is
observed in collaboration with UNESCO, ALECSO, ISEF and other organizations in
the field. The scope of the NBC’s work comprisescgdural controls, and there is a call
for local committees in institutions, hospitalsdamsearch centres involved in medicine
and bioethics.

Dr Abu-Duheir said that the head and members oNfRE are chosen by decree by
the President of King Abdul Aziz City, and the Coittee meets monthly to discuss
developments and achievements. Sub-committees p&aspiecific issues, for example,
use of genetic substances and animal research.AldrDuheir emphasized that
practitioners and the public should be aware afitpdend animal research ethics. There is
also collaboration with partner committees in htadpiand research centres, such as legal
and regulatory committees. Another committee hash@woposed for human research,
but this has not yet been adopted by the Shura cloiteetings were held twice last
year between the NBC and local committees, enconugatipem to discuss important
issues, to open channels of discussion betweeNB® and local committees, and to
involve institutions in their localities. Seminasd workshops are held to discuss clinical
research and ethical aspects, field visits are woted for better communication with
local committees, and the NBC also takes parinternet conferences to familiarize
these committees with the NBC and new developments.
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Dr Abu-Duheir pointed out that the field of bioathiis facing challenges in
different countries, including lack of cooperatiohsome agents or researchers. Issues
concerning medicine and bioethics are a new conegpt some feel they would restrict
research. The existence of unethical practicesvaietii Saudi Arabia to creat bioethics
committees, but some local committees suffer frack lof understanding, and lack of
financial support. In some local research centties, head of the centre is also the
chairperson of the ethics committee, which createsnflict of interest.

Dr Abu-Duheir concluded by recommending that morkshops and seminars should
be held, education programmes and collaboratioh Wit mass media developed, in
order to promote awareness of bioethics. He addaditt is necessary to communicate
and interact with researchers, and to convey th&stmessage at local and national
levels.

6.11 Sudan
Dr Iman Abdalla Mustafa, Reporter, National EthReview Committee, Sudan

Dr Mustafa opened her presentation by statingttietesearch ethics committee in
Sudan is the National Ethics Review Committee (NER@edical practice in Sudan is
overseen by the Sudan Medical Council. The NERC esablished by a resolution of
the Federal Ministry of Health (FMOH) in Novembed(2, and represents universities
which have potential for medical and health redgaaad research insitutes and centres,
especially of the MOH. The decree included sub-cdtess and technical sub-
committees. The NERC has nine members, most of wdr@wniversity professors, and
the function of the Committee is to review propestdr research from the scientific
perspective. The NERC represents the UniversitiKlodrtoum and a number of other
universities which have potential for research.dleglvisors, members of the veterinary
council, Islamic and Christian representativesadse consulted.

Dr Mustafa stated that the NERC promotes consigerabf human dignity,
guidelines for health research and ethical approihkalth research. She noted that each
state in the country has the right to its own IRByvided it is accepted by the NERC.
The regulations of the NERC were laid down in 2@96several experts from different
disciplines. Guidelines were set out for approvimgalth research, and these were
approved in 2007 in a workshop sponsored by the MMHEpping of health research
institutes and centres was recently completed, vaitidbe a reference for all research
centres. Dr Mustafa announced that a frameworkho€® was established at a workshop
held in March 2007 which was attended by UNESCO.

Winding up her presentation, Dr Mustafa stressed itiuch still needs to be done,
as the NERC is still in its early stage as a fddmnd central directory. No specific laws
regarding NEC have been enacted in Sudan to dadethare is only one law on medical
research, which was passed in 2001. There isefthrer, a need to establish laws and
regulations for monitoring health research. Develepts on the global scene should also
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be borne in mind., but at present the most importbjective is to train bioethics
committees, and it is expected that large hospitdl§orm committees for training.

6.12 Syrian Arab Republic
Dr Fawaz El Saleh, Secretary General, National Biges Committee, Syria

Dr El Saleh opened by saying that the NEC in Swas established in 2003
through an initiative of UNESCO. The function oet@ommittee is to give opinions and
organize symposia. There are seven members, congppbysicians, religious scholars,
lawyers and natural scientists. Another committes proposed by the MOH in the same
year, but was not activated. In 2005 Damascus Usitye established an ethics
committee, and in 2006 an independent body fonsifieresearch was set up.

With regard to NEC activities, Dr El Saleh gave arctount of meetings and
workshops which have been held, including confezsnan bioethics and on stem cell
research with UNESCO and the IOMS. At the end oD3Q@here was the first
Syrian/French Conference on Bioethics, which disedghe ethics of death with medical
assistance. In 2005 the NEC in collaboration wita Ministry of Education, held a
conference on bioethics in the Arab World. Pubi@ms have been produced
independently by members of the committee, notas @f an NEC publication. The
NEC has not so far been asked to give an opiniores@arch, except where the research
project is funded by an international body, whigyuires the approval of an ethics
committee.

Dr El Saleh stated that there is legislation ini&jor some specific ethical issues,
such as the 2007 law on eyes and corneal grafishane are increasing requests to enact
a comprehensive law on bioethics in Syria. He nobed four years ago bioethics were
included in undergraduate curricula in Damascus/éreity, and the subject is being
studied from the ethical, legal and religious pectiwes, with fruitful results. The
government has requested the publication of a boake subject.

6.13 Tunisia
Dr Majed Zemni, Member, Arab Committee of EthicSoience and Technology,
Tunisia

Dr Zemni gave an overview of the Tunisian NatioGammittee of Medical Ethics
(CNEM), which was established in 1994, and is mageof 29 members from various
disciplines, who are nominated by decree of theidfiin of Public Health (MOPH) for a
renewable period of three years. The compositionthef CNEM consists of the
presidents of the national councils of the assmiabf doctors, dentists, veterinarians
and pharmacists, or their representatives; theslefithe faculties of medicine, dentistry,
and pharmacy, or their representatives; six perBons the domain of health; one person
from the social sector, Ministry of Social Affairand one from the information sector,
Primary Ministry. A technical section of seven mears was created within the
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Committee from the existing members, to study #worded files on the agenda of the
works of the Committee before circulation. The mtest of the section is designated by
decision of the MOPH from among its members.

Dr Zemni stated that the MOPH is kept informed Ibfopinions given out by the
CNEM, and a yearly report on all the CNEM work aactivities is drawn up , and
transmitted to the MOPH before the end of the foilgy year. The CNEM is assigned to
organize a yearly conference during which importaedical ethics issues are debated
publicly. It can also organize symposia and sersir@ar subjects relating to medical
ethics. Ten yearly conferences open to the puldieehbeen organized, as well as an
Internation Meeting on Bioethics, and a ‘Maghrateéfing on Bioethics. Documentation
on bioethics has been made available to studertie. GNEM has patrticipated in
international meetings held by national authoritésthics and UNESCO, and has taken
part in televised debates and interviews. Seveiometand regional commissions have
been created for the survey of different themes.

Dr Zemni outlined the opinions expressed by the ®IN& medically assisted
procreation (MAP), local ethical committees, clapirstriking the balance bewteen
medical and technological progress and costs, eg@hdransplantation. Commenting on
the impact of the CNEM, he said that the opinion MAP has largely inspired the
Tunisian legislature in the development of the law the medicine of reproduction
(2001). At the local level the CNEM does monitoringork and provides
recommendations to local committees. Currentlyhal§pitals have established Local
Ethics Committees.

Since its creation the CNEM has sought to encouthgeestablishment of ethics
committees in other Arab countries. At the Meetofgthe Arab Ministers of Public
Health held in Beirut in 2000, the Tunisian MOPHgented the example of the CNEM.
During the meeting it was decided to create an Ataiinmittee of Medical Ethics
composed of the country members of the Arab Leage to recommend teaching ethics
in medical institutions.

6.14 Yemen
Dr Abdullah Hattab, Arab Committee of Ethics ofeédcie and Technology, Yemen

Dr Hattab emphasized the importance of going badkatsics in order to establish
effective bioethics committees, saying that capdgitilding is important, and there is a
need for courses on bioethics in secondary sctasolsell as universities. This approach
is a priority in Yemen. An undergraduate coursax@mdical ethics for one semester (72
hours) was introduced in 1978, and has been mddifiethe last 10 years to address
advances in research, treatment and bioethics winkdd The course covers theoretical
principles of medical ethics, the social respotitjppbf the doctor, the doctor-patient
relationship, relations among doctors and with otheofessions, medical error and
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negligence, professional confidentiality, ethicsl aesearch, environmental ethics, and
ethics and public health.

Dr Hattab continued that there is also a postgri@doaurse on ‘Ethical issues in
medical research’ as a module in an MA programnte Main topics of the course are
the historical links between medical care and sifiemesearch, the International Codes
of Ethics of Research, ethical issues in differgpes of health research, the informed
consent in research, the IRB or REC.

With regard to the Bioethics Committee in Yemerg thational Committee for
Health and Medical Research, headed by the MinistriHealth, was established by
ministerial decree in 2002. Several meeting wetd teelay down rules and regulations,
and a working mechanism, but these were stoppealusecof political changes. One of
the challenges is the need to reactivate and steittte Committee.

6.15 Discussion

The country presentations were discussed by alp#énécipants, and some queries
regarding specific points in certain countries welegified.

On the question of whether there is a legal franmkvimr medical trials in Egypt,
the NBC makes a framework for medical research,theitmedical reviews are carried
out by the IRB, of which there are now 14 in Egiyptdifferent sectors. No research is
permitted without the approval of the NBC or IRB\dain universities, no publications
can be made without the Committee’s approval.

Regarding organ transplantation in Iran, organscmeated free, both for brain
death and live donations.

It was clarified that there are two NEC in Jordane for Science and Technology
and one for Medical Research.

Concerning membership of the NBC in Saudi Arabiad aesearch review, the
members of the NBC are selected on the basis ofntiraination of institutions,
ministries and other bodies represented in the dtteen the NBC surveys all local
committees, and all researchers are supposed tplgamth the Committee, but as the
resolution of the Committee has not yet been adotitere is not full compliance.
However, researchers should register, and resgaopbcts should be reviewed by local
committees. The NBC does not review all researahsbmetimes new subjects, such as
biobanks.

Participants discussed the definition of bioethansd the apparent confusion
between the terms medical ethics and bioethics,nueming that most committees
formulated are specialized in medical ethics, wagréheir scope should be wider.
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Medical ethics are essentially a part of bioeth&s,perhaps the more accurate term
would be ethics of the biological sciences, whicbuld include clinical, and medical
research ethics. The definition of medicine is algferent today, as social science, basic
science and technology also contribute to mediciihés discussion highlighted the need
for agreement on terminology in Arabic.

A further topic debated was the way in which etldosmmittees in the Region are
working. Formation of an ethics committee dependschmon the multidisciplinary
aspect, and the questions of independence, nomnatimembers, and the committee’s
mandate, are important issues. As a central bodyNBC should have the power to set
an ethical framework for any research work or body.

On the subject of legislation, it was pointed duattestablished committees are
consultative, but their recommendations are naotlibgp until laws are enacted. In some
countries, laws are adopted after the problem hi&grg and some research takes
advantage of the lack of laws. Developing countsiesuld be aware of this dilemma. It
is also important to have medical practice law, handle issues such as organ
transplantation, HIV/AIDS, and cloning.

Raising ethics awareness was also stressed, simshiaitions and research centres
know of ethics and the importance of its appliaatibhe problem of leadership in the
Region was mentioned, with the necessity to empbhasapacity building, and ethics in
both medical and scientific research, and the durestvas raised as to what part
UNESCO and other organizations could play in tegard. The need for monitoring and
evaluation of all aspects of bioethics was alsaesged, because of the impact on human
rights and social conditions, which are closelkdid to health and wellbeing.

7. WORKING GROUPS

Participants were divided into two workiggoups to discuss mechanisms for
strengthening the NEC in the Region, and a strattegypport the establishment of new
bioethics committees, and establishing cooperatimong NBC in the Region, including
the possibility of virtual networking.

7.1 Group 1

This group was formed by merging Groups 1 and gimaily proposed, and three
topics were discussed:

« Strategy for establishing new, or strengtheningteg NEC
» Terms of reference.
e Capacity building.

Regarding strategy, initiatives should be starte@ach country, and individuals,
groups of professionals, institutions, NGOs, andtayg committees at a subnational
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level can promote the establishment of ethics cdtess. International organizations can
assist in a number of ways; UNESCO already has @k baf guidelines, and the

Organization could also contact national commissioand ministries in charge of
UNESCO, WHO could address Ministries of Health, %0, ISESCO, and other
organizations could contribute help and advice.er€hmay be conflicts between the
several ministries concerned or contacted, MOH, MBIBSc and MOFA, but ideally

the NEC should be under the highest authority.

The type of committee needs to be determined, lamdNEC could be the umbrella
for other committees in different ministerial instions. There may be need for an
advisory board, as a law or decree might be reduioeestablish an NEC. In some
countries other committees already exist, everhéfré¢ is no NEC, such as Health-
Professional Association Communities, Health Capsfiital Ethics Communities
(HEC), and Research Ethics Communities. These cbaldised by the NEC at other
levels. Experiences of other countries in the Reg&hould be reviewed, and
collaboration, coordination and interaction betwdiC should be promoted.

Concerning terms of reference, examples of ethicsnaittees in countries in the
Region can be contacted; on forming NEC, Egypt,doeim and Tunisia, for instance;
IRB in Afghanistan and Egypt for university IRB, a@ther kinds; REC regarding
reviewing of research proposals, in Egypt, Moroaod Sudan; HEC for clinical ethics,
in Lebanon, Iran, and so on. Terms of referencepca@ntially be amended and enlarged
later, and coordination of different kinds of contte®s is very import.

For capacity building, some material is alreadyilatée, but more is needed.
International organizations could provide exampméguidelines, models and existing
rules of procedure and statutes. With regard timitrg@ of committee members on the
national and regional level, UNESCO,WHO and MERB¥bvide various types of
training, but there is a need for pooling of infation on available training possibilities
in the Region, such as courses and distance legrasnwell as a need for evaluation and
accreditation of courses. The group recommendadUN&ESCO and WHO should take
the lead in this.

The group also suggested that UNESCO and WHO quolde criteria indicators
for evaluation and quality improvement of NEC. Fig critieria could include regular
reports, frequency of meetings, composition, amdliing. Evaluation can be internal and
external, covering peer review, exchange of expede networking on a regional and
global scale, such as at the Global Summit of Mati®ioethics Advisory Bodies.

7.2 Discussion
One of the basic difficulties affecting the impa€tNBC in countries in the Region,

is the situation regarding UNESCO, WHO and thevaht government ministries. In
Kuwait, for example, the contact ministry for WH®the MOH, while for UNESCO it is
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the Ministry of Planning. As it is difficult to codinate between different ministries, it is
a good idea to focus on the function of each cotesitSub-committees or review boards
should be appointed by the NBC for specific poidifferent issues and activities, which
would assist the NBC in acquiring information. Resl centres should be aware that the
Committee exists.

It is up to each country to define the kind of ethcommittee it wants, and decide
to which ministry it should be related. The NBC sliobe at high ministerial level, as it
then has contacts at the decision-making levelhWithe country there can be any
number of sub-committees, and at the level of tuttins specific issues can be dealt
with, such as tissue and organ ethics. All can fbanat a higher level for coordination,
as there is need for a supervisory body. It has Ist&ted that it is the responsibility of
UNESCO Member States to establish NBC, as theyedgi@ the Declaration, so should
implement it. UNESCO should provide support andissasce along with other
international organizations, but the ultimate deciss that of the country concerned. As
bioethics is a new subject, both UNESCO and WHCQuEhapproach and encourage
policy makers. It is also important to establiskvito make institutions in a country work
together.

There is a need for a monitoring process, possibljoint division between
UNESCO and WHO, to monitor and evaluate the simaf ethics committees in
Member States every 3-5 years, and there is ale@a for a committee to set indicators
for ethics committees. There was consensus on deel for joint activity, and the
creation of the United Nations interagency commaitten bioethics in order to bring
together all organizations dealing with ethics Anchan rights issues was welcomed.

7.2 Group 3

Group 3 discussed establishing cooperation betW&4D in the Region , including
the possibility of virtual networking. Several issuon how to enhance regional national
committees were debated, including how to partieipa the NBC, and the necessity of
creating mechanisms of cooperation between diffegédrics committees in the Region.
One of the most important needs is to dissemirraectiliture of bioethics in school and
university curricula, and the need for relevantenats It is hoped that all programmes
would be covered in the educational sphere. Itlse aecessary for ethics to be well
understood, and with the continuous emergence wf ranches of science, a unified
Arabic dictionary with terminology of bioethics frothe scientific standpoint is required
for use in Arabic-speaking countries.

The group emphasized that the committee could éddtal point between WHO
and UNESCO, and suggestions for Committee actsvitircluded holding an annual
conference to discuss contemporary issues of ethimsorporating bioethics in
educational curricula, and encouraging a sensesgansibility in students, as there is a
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close link between ethics, safety and security;liphing a periodical on awareness
covering different professional practices, sucblagics, for example.

The group also suggested forming an associatiorerm@gdof members of comm
ittees and NGOs, which would hold an annual meetiiity a chairman elected for one
year, create a website to link all member orgaitinat and participants, establish a
secretariat, and publish information in hard copyetectronically. The values of the
association would be those of WHO and UNESCO.

7.4 Discussion

The participants discussed networking, or settipgan association of NECs to
coordinate with networking, meetings, publicaticasd so on, and possibly a joint
secretariat from UNESCO and WHO. It was agreed thatetwork would be more
practical in the first instance, and a step towdrasnonizing ethics in the Region, with
the objective of setting up an association to Iselpe ethics problems mainly related to
culture in the Region. The association would helpniries deal with scientific advances
in line with the regional culture, and decide omricula for education, for example. As
the present number of NEC is small, and there thiesscommittees in organizations like
ALECSO, they should also be included in an assiotiaifhere are ethical problems in
many research centres, for example either poljtimalab-based, so a joint programme
could be evolved to try and find a way to addréssé problems, and to look for quotes
in the Quran to cover ethical issues.

Although there was general consensus that estatgishnetwork for ethics in the
Region would be benficial, it was pointed out ttiedre is already a website which could
contain information on mapping, national guidelindscument sharing, participants in
this meeting, and other topics. The website coldd aclude a discussion forum, and
links to other bioethics websites.

Public demand and debate on ethics is very impréanpeople should know their
rights. This activity needs a push from the comryirand the participation of many
stakeholders, such as the mass media, NGOs invadlvgaeople’s rights, patients’
associations, and so on. An advantage of this Regiothat the language in most
countries is Arabic, unlike the European Region,eicample. All agreed that the idea of
an Arabic dictionary of bioethics terminology isgaod one, as English terminology is
not always accurate in another language.

8. DISCUSSION ON THE FUTURE COOPERATION AND ACTIVITIES IN
THE REGION AND INTERNATIONAL AND REGIONAL
ORGANIZATIONS

The discussion addressed a number of points ofeawret reached in previous
discussions, including setting up a network to emshat this First Meeting of National
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Bioethics Committees would be followed by concreigtivities. The next regional
meeting in two years could be the deadline foratmilation and sharing of information,
with the view to establishing a larger body in fetuNetworking is only a means of
communication; an association can contain severetions within it, but has to have
legal status. It was agreed that WHO and UNESCQdcoinculate a questionnaire to
obtain more information through a virtual networkere is a need to keep in touch and
receive the input of the meeting participants; llogad regional concepts should be
shared.

The participants agreed that some kind of forunassociation will ultimately be
necessary, but what is more urgent now is to a@stabbhore NBCs for more discussion
and sharing of information and experiences. Ther@ meed to identify the reasons why
some countries have NBC, and some do not. Inigatte form NBC should come from
both inside countries, and from international oigations, UNESCO, WHO, ALECSO
and ISESCO. As the culture and perception of gawerrt in countries in the Region are
very different from Western countries, it is esgdnto take these factors into
consideration when discussing the formation of NBGd to use word and expressions
which are readily understood.

It was also suggested that as health and systezarodsis one of the policies of the
WHO, special ethics codes should be formulatedhiarfield, and also for public health.
Community participation and consultation with pglimaking departments are important
for this subject, and this could be done at rediteel, or by networking.

Through the General Conference of UNESCO, it hasofme clear that most
countries want more decentralization and more regdi@ontrol. Member States the

Region should work closely with regional officesWwrfHO and UNESCO to plan for their
own region, as they are aware of the culturaligd@and religious aspects.

9. RECOMMENDATIONS

¢ The establishment of NBC in countries which do pet have one should be
encouraged, with help and support from UNESCO amtON

« A process for monitoring and evaluation of bioethiend ethics committees
should be devised.

* A network should be set up for communication betwegisting NBCs, with the
objective of forming an association in future.

* An Arabic dictionary of bioethics terminology shdlde compiled.

* Medical and science students from all brancheshe$éd disciplines should be
educated in bioethics.
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» Public awareness of ethics should be increasethas@eople know their rights.

* More consideration should be given to public heattfics.
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Annex 4

LIST OF MEMBER STATES

Member States of UNESCO
Office for Arab States

Algeria

Bahrain

Djibouti

Egypt

Iraq

Jordan

Kuwait

Lebanon

Libyan Arab Jamabhiriya
Malta

Mauritania

Morocco

Oman

Qatar

Saudi Arabia
Somalia

Sudan

Syrian Arab Republic
Tunisia

United Arab Emirates

Yemen

Member States of WHO
Eastern Mediterranean Remn

Afghanistan

Bahrain
Cyprus

Djibouti

Egypt

Islamic Republic of Iran
Iraq

Jordan

Kuwait

Lebanon

Libyan Arab Jamabhiriya
Morocco

Oman

Pakistan

Palestine

Qatar

Saudi Arabia
Somalia

Sudan

Syrian Arab Republic
Tunisia
United Arab Emirates

Yemen





