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The meeting was extremely well attended with more than 130 delegates attending
from 35 countries (see enclosure A).

Day 1

The morning of the first day included useful presentations outlining the cultural and
religious context common to genetic screening in Muslim countries. The afternoon
was occupied with country reports illustrating the current screening activities in the
Arab countries represented.

Day 2

The day began with reports of the current status of screening in Europe and the USA
and continued with a review of the registers, biobanks and the newborn screening
technologies available.

In the afternoon quality assurance aspects were considered and a description of
some model programmes in operation in North Africa and the Eastern Mediterranean
were considered.

Day 3

In the morning, financial and funding aspects were considered drawing upon the
experience in both developed and developing countries.

The discussion then moved to funding and facilitating research in which there was an
opportunity to present the potential contribution from ERNDIM and links with the
Eurogentest project (see enclosure B).

The afternoon concentrated on training opportunities for all members of the

multidisciplinary teams involved in screening

The culmination of the meeting was a clear declaration of intent to develop screening
within the North African/Eastern European Mediterranean area (see enclosure C).
Further meeting will be planned to develop this network.
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ALGERIA

Mohamed HAMLAOUI
Réanimation Pédiatrique

CHU Hussein-Dey

Hopital N. Hamoud ( Ex-Parnet)
ALGER 16040

Algeria

T. +213.21495618

F. +213.21495622

M. +213.61503915
hamlaouimohamed@yahoo.fr

Mostéfa KHIATI

41 Cité du 20 Aodt, Oued
Erroumane

El Achour; Algiers 16000
Algeria

T. +213-21-30-09-60

F. +213-21-23-16-55/44
mkhiatidz@yahoo.fr

BAHRAIN

Shaikha. S. AL-ARRAYED
Department of Genetics
Salmaniyah Medical Complex
Ministry of Health PO Box 12
Kingdom of Bahrain

F. +973 -17289496
Sarrayed@health.gov.bh
ssarayed@batelco.com.bh

Emtethal AL JISHI

Salmanyia Medical Center
Office of training & Development
Kanoo building P.O Box 12
Bahrain

T. +973-36409092

F. +973-17263924
gjishi@health.gov.bh

BELGIUM

Albrecht JAHN

Scientific Officer,

European Commission, Directorate
General for Research, Specific
international cooperation activities
- Unit D3

Mail: European Commission -
Office: SDME, Room 04/70 B-1049
Brussels, Belgium

T.+32(0) 2 295 8393

F. +32(0) 2296 62 52

albrecht.jahn@ec.europa.eu

CANADA

Judith G. HALL

Professor Emerita of Pediatrics
and Medical Genetics

UBC & Children's and Women's
Health Centre of BC

BC Children's Hospital
Department of Pediatrics

4480 Oak St., Room L408
Vancouver, BC V6H 3V4

T. (604) 875-2850

F. (604) 875-2530
jhall@cw.bc.ca

DENMARK

Bent NORGAARD-PEDERSEN
Statens Serum Institut
Department of Clinical
Biochemistry,

5 Attillerivej

DK-2300 Copenhagen S Denmark
T. +45 3268 3651

F. +45 3268 3878

bnp@ssi.dk

EGYPT

Ibrahim EL-NEKHELY
Director General of the Children
with Special Needs Programs
MOH&P, Cairo, Egypt

T. & F. +2025315464

M. +20101404032
dr_elnekhely@yahoo.com

Safa’a Abdel Fattah Ahmed
HUSSEIN

Ministry of Health & Population
Healthy Mother / Healthy Child
Project

21 El Sabaa Sakayaat st , off El
Kasr El Eini st .

Fom El Khalig — Area code No .
11628 Zein El Abdein — Cairo —
Egypt

T.202 -5313761/ 62

F. 202 - 5313757
safahussein@hotmail.com

safahussein2002@yahoo.com
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EGYPT

Randa KAMAL ABDEL-RAOUF
Asst. Professor of Pediatrics
Institute of Childhood Studies
Ain-Shams University, Cairo,
Egypt

Consultant, Ministry of Health and
Population

9 El-Nasser St. apt # 6
Heliopolis 11351, Cairo, Egypt
T. & F. +2 02 5315464

M. +2 0103400160
raoufranda@yahoo.com

Nermin SALAH EL DIN

Prof. of Pediatrics, Diabetes &,
Endocrinology

Faculty of Medicine Cairo
University

139A Tahrir st., Dokki - Cairo,
Egypt

T. & F. +202-749-7555

M. +20-122477097
Nerminsalah@yahoo.com

FINLAND

Kari KLOSSNER

Global Business Director at
PerkinElmer Life and Analytical
Sciences

Wallac Oy, P.O. Box 10 20101
Turku, Finland

T. +358 2 2678 465

F. +358 2 2678 332

M. +358 40 706 2901
Kari.Klossner@perkinelmer.com

Jan @STRUP

Global Business Director
Newborn & Child Screening
T. +358 2267 8331

M. +358 400 521 065

jan.ostrup@perkinelmer.com
FRANCE

Gérard BREART

Conseiller Technique de la Santé
et des Solidarités

14 avenue Duquesne

75350 Paris 07 SP

T. +33 14056 55 82
F.+3312056 78 80
Gerard.breart@sante.gouv.fr
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FRANCE

Christian BRECHOT
Executive Director

Inserm

Département des Relations
Internationales

101, rue de Tolbiac — 75654
PARIS Cedex 13

T.+(33) 14423 61 82*
F.+(33) 145851467

Salem CHOUAIB
INSERM

101, rue de Tolbiac
75654 Paris Cedex 13
France

T.+(33) 144236182
F.+(33) 145851467
chouaib@igb.fr

Paul CZERNICHOW

Service d'Endocrinologie

Diabétologie et de Gynécologie de

I'Enfant

Clinique des Maladies du

Développement

Centre des Maladies Rares de la

Croissance

Hopital Necker Enfants Malades

149, rue de Sévres

75743 PARIS Cedex 15

paul.czemichow@nck.aphp.fr
aul.czernichow@rdb.ap-hop-paris.fr

Jean-Louis DHONDT
Hopital St Philibert

59462 LOMME CEDEX
FRANCE

T. +33-3-2022-5010

F. +33-3-2022-5011
dhondt.jeanlouis@ghicl.net

Jean-Pierre FARRIAUX
Association Régionale de
Dépistage Neonatal

68 Rue Sylvére Verhulst
59800 LILLE FRANCE
T. +33-3-2052-9282

F. +33-3-2052-9842

a.r.d.p.h.e-Lile@wanadoo.fr

FRANCE

Arnold MUNNICH

Dept. of Genetics

Hapital Necker — Enfants Malades
149 rue de Sévres

75743 Paris Cedex 15

France

T.+33 144495151

munnich@necker.fr

Marc NICOLINO

Hopital Universitaire Debrousse
Endocrinologie, Diabétologie et
Métabolisme Pédiatrique Dept. 3
Rue Sceur Bouvier

69322 Lyon

France

T. +33 4 72385553
Marc.nicolino@univ-lyonl.fr

Dominique PLIN

Marketing Manager Diagnostic
Group Eastern Europe/Africa/Latin
America

Bio-Rad Laboratories

3, boulevard Raymond Poincaré
92430 Marne-la-Coquette
France

T.+33 147958168
F.+33147956181
Dominigue_plin@bio-rad.com

Stéphane ROY

Deputy Director

International Relations Department
INSERM

101, rue de Tolbiac

75654 Paris Cedex 13

France

T.33(0)1 44236189 or 82
F.33(0)1 458514 67
stephane.roy@tolbiac.inserm.fr

GERMANY

Chahe BARDAKJIAN
Sales & Marketing Director
HVD Vertriebs Ges.m.b.H
T. +30 210 9607859 (Direct)
F. +30 210 9600693

chb@hvd.gr

Enclosure A

Ashwaq H. ABDULAHAD
Preventive Department of the
Ministry

Ministry of Health

Kurdistan Regional Government
Iraq

ashwag wardi@hotmail.com

ISLAMIC REPUBLIC OF IRAN

Jalal KOOCHMESHGI
Research Institute for Life Teheran
jalal.koochmeshagi@yahoo.co.uk

Masoud MOHARAMZADEH
Head of RIA Labaratory in
Radioisotopie Dept. NRC,AEQI
North Kargar Avenue
11365-3486 Teheran

Islamic Republic of Iran
mmoharamzadeh@yahoo.com

Shahin YARAHMADI

Ministry of Health and Medical
Education

Iran Centre for Disease Control
11369 Teheran

Islamic Republic of Iran
shahin@musavis.com

yarahmad@hotmail.com
ITALY

Marco FLAMINI
Export Manager
Bio-Rad Italy

Via Cellini 18/A
20090 Segrate, Milan
T. +39-02-216 091
F.+39-02-216 095 52
D. +39-06-529 5892

marco.flamini@bio-rad.com
JAMAICA

Graham R. SERJEANT

14 Milverton Crescent

Kingston 6, Jamaica, West Indies
T: (876) 927 2300, (876) 970 0077
F: (876) 970 0074

grserjeant@cwjamaica.com
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JAMAICA

Beryl SERJEANT

14 Milverton Crescent

Kingston 6, Jamaica, West Indies
T: (876) 927 2300, (876) 970 0077
F: (876) 970 0074

grserjeant@cwjamaica.com
JAPAN

Masaru FUKUSHI

Manager, Health Science Section,
Sapporo City Institute of Public
Health

Kikusui 9-1, Shiroishi-ku,
Sapporo, 003-8505 JAPAN
T.+8111 841 2341

F.+81 118417073

masaru.fukushi@city.sapporo.jp
JORDAN

Sana' A. S. ALHAIT

Ministry of Health - Jordan

Section for Prevention of Genetic

and Congenital Disorders

Directorate for Disease Control

and Prevention

Tla' Al'Ali, P O Box 1379

Amman 11953. Jordan

T.+ 62795914729
nsa61@yahoo.co.uk

Saied JARADAT

Director, Princess Haya
Biotechnology Center

Assistant Professor of Science of
Molecular Biology and Human
Genetics

Jordan University of Science &
Technology

P.O. Box 3030 Irbid 22110 Jordan
T. +962 2 720 0600 Ext. 45056 or
40571

M. +962 795903713

sjaradat@just.edu.jo
KUWAIT

Abd El-Aziz Omar SHERIF
YEHIA

Kuwait Medical Genetic Center
sherifgenetics@hotmail.com

T. +965 4810563/4814328

F. +965 4842073

LEBANON

Miguel. R. ABBOUD
American University of Beirut
P.0.Box 11-0236

Children's Cancer Center of
Lebanon - AUBMC

1107 2020 Riad El-Solh / Beirut
Lebanon

T.+961-1-374374 ext.: 8126
F. +961-1-366384

M. +961-3-534213
abboudm@aub.edu.lb

Fadi F. BITAR

Professor of Pediatrics

Director, Pediatric Cardiology
Program Coordinator, External
Programs American University of
Beirut

Riad El Solh, P. O. Box : 11-0236;
A#22 11072020, Beirut, Lebanon
T. +961-1-350000, extension:
5500, 5872,5748,5881

F. +011-961-1-342517 or 011-961-
1-345325

saad@aub.edu.lb

Asmahan EL EZZI

Laboratory of RIA, Lebanese
Atomic Energy Commission,
National council for scientific
research

SPO Box 11-8281 Riadh Al Solh
1107

2260 Beirut - Lebanon
ichheisenana@gmail.com
asmahan@cnrs.edu.lb

Issam KHNEISSER

Newborn Screening Laboratory
Medical Genetic Unit

Saint Joseph University

BP 11-5076 Riadh El Solh
Beirut Lebanon

T. +961 3 86 2226

F. +961 1 614054
Issam.khneisser@usj.edu.lb

Khalid A. YUNIS

Associate Professor of Pediatrics
Director Newborn Services
Director National Collaborative
Perinatal Neonatal Network
American University of Beirut

PO Box 11-0236/E29

T. +961-1-374 374 work ext: 5500
F. +961-370 781
kayunis@aub.edu.lb
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MOROCCO

Hassan ABBASSI
Gynecologist obstetrician
Morocco

CHU Mohammed VI
Marrakech

T. +212 6 3058209
habbassi3@yahoo.fr

Bentahila ABDELAHI
Pediatric Cardiologist
CHU de Rabat

Rabat

T. +212 61285428

abenhila@hotmail.com

Abdelmounaim ABOUSSAD
Neonatologist

CHU Mohammed VI
Marrakech
praboussad@yahoo.com

Amina BARAKAT
Neonatologist
CHU Ibn Sina
Rabat

T. +212 61274944

Raouf BENAMMAR
Representant de 'OMS a Maroc
3, rue du prince side Mohamed
Souissi

BP 812 Rabat Méchouar

T. 4212 37632252

F. +212 37632209
khelladi@mor.emro.who.int

Mohamed BENAZZOUZ
Division de la Sante

Direction de la Population
Royaume du Maroc, Ministére de
la SantéMinistere de la Sante
355, avenue Mohammed V
Rabat

T.+212 37295414
Simedbenassouz68@yahoo.fr

Aicha BENBAHA

Division de la Sante

Direction de la Population
Royaume du Maroc, Ministére de
la SantéMinistere de la Sante
355, avenue Mohammed V
Rabat

T.+212 37295414
abenbaha@yahoo.fr
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MOROCCO

Said BENOMAR
Professor of Pediatrics
Chief, Neonatology Service
Faculty of Medicine
Children’sHopital
Casablanca

T.+ 212 063052338

s.benomar2@caramail.com

Ali BENSALAH

Division de la Sante

Direction de la Population
Royaume du Maroc, Ministére de
la SantéMinistere de la Sante
355, avenue Mohammed V
Rabat

T.212 37295414

F. +212 37295415

abensalah@sante.gov.ma

Razika BENCHEIKH
Otolarynology and Head and Neck
Surgery

Hopital des Spécialités

Centre Hospitalier Universitaire
Ibn Sina, Rabat, Morocco

T. +212 63 05 2338

F. +212 376360 16
razbench@yahoo.fr

Rachid BEZAD

Director Centre Nationale de
Reproduction,

Maternite des Orangers
Rabat

T.+212 61152889
rmbezad@yahoo.fr

Abdelmajid BOUAZZA
Division de I'information,
Education, Communication
Direction de la Populations
Ministére de la Sante
Rabat

Naima LAMDOUAR
BOUAZZAOQUI

Professor of Neonatololgoy
CHU Ibn Sina

Rabat

Abdelhak BOUHARROU
CHU Hassan Il

Fés

T.+212 61062328
abouharrou@yahoo.fr

MOROCCO

Laila CHABAA
CHU Mohammed VI
Marrakech

T. +212 61062328

Layachi CHABRAOUI
CHU Ibn Sina

Rabat

T.212 61297694
Ichabraoui@yahoo.fr

Mohammed CHARRADI
Directeur par Intérim
Division de la Sante
Direction de la Population
Ministere de la Santé

355, avenue Mohammed V
Rabat

T. +212 61255924
mcharradi@sanate.qov.ma

Rachida DAFIRI
CHU Ibn Sina
Rabat

T. +212 61407958

Sabah EL AMRANI
Chef de la Maternite
Souissi

Rabat

Rajae EL AOUAD

Director

Institute National de Hygiene
Rabat, Morocco

27 Av |bn Batouta

769 Rabat
T.+21237771930
relaouad@sante.gov.ma

Mohamed EL KORASSANI
Chef de L' hopital d’Enfants
CHU

Rabat

T. +212 61068533
elkorassani@wanadoo.net.ma

Jamila EL MENDILI
Division de la Sante
Direction de la Population
Ministére de la Santé

355, avenue Mohammed V
Rabat

T.+ 212 37295414

F. +212 37295415

jemenili@hotmail.com
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MOROCCO

Mohamed EL KORASSANI
Chef de L’ hopital d’Enfants
CHU

Rabat

T.+212 61068533
elkorassani@wanadoo.net.ma

Mohamed FATHELKHEIR
Division de la Sante
Direction de la Population
Ministére de la Sante

355, avenue Mohammed V
Rabat

T. 4212 64061569

Mfathelkein@sante.gov.ma

Ahmed GAOUZI

Prof Pediatric Endocrinology
CHU Ibn Sina
Chldren’sHospital

Rabat

T. +212 67996971
ahmedgaouzi@hotmail.com

Jamila HACHIM
CHU Ibn Roch
Casablanca
T.+212 224927229

Mohammed KHATTAB
CHU Ibn Sina

Rabat

T. 4212 61208180

khattab@menara.ma

Houria KNOUNI

CHU Ibn Sina

Rabat

T. 212 61227656
houriaknouni@hotmail.com

Mohamed KZADRI

CHU Ibn Sina

Service Otorhinolaryngologie
Hopital des Spécialités
Rabat

T +212 61 484145
kzadrimohammed@yahoo.fr

Mohamed LAGHZAOUI
Prof. de Gynécologie

CHU Maternité Lalla Myriem
Casablanca

T. +212 61339235

lagbm@caramail.com
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MOROCCO

Lalla Aicha LAMRANI

Chef de Service de la Coopération
Bilatéral et Régionale

Ministére de la Santé

Rabat

T. +212 62110874
aichalamrani@yahoo.fr

Mohamed LAGHZAOUI
Prof. de Gynécologie

CHU Maternité Lalla Myriem
Casablanca

T. +212 61339235

lagbm@caramail.com

Aziza LYAGHFOURI
Division de la Sante
Direction de la Population
Ministére de la Sante

355, avenue Mohammed V

Rabat
T.212 61588274
lyagha@yahoo.fr

Lhoussaine MAHMAL
CHU Mohammed VI
Marrakech

Sellama NADIFI
CHU Ibn Sina
Casablanca

Lahcen OUZIDANE
CHU
Casablanca

Nourredine RIDA

Country Manager

Bio-Rad Morocco

19, rue Al Banafsaj Hay Arraha
Apptn°1R.D.C.

Quartier Beauséjour

21700 Casablanca

T. +212-61-14-16-42

F. +212-22-94-04 -16
rida.biorad@menara.ma

Abdelaziz SEFIANI
Medical Genetics

Insitute National deHygiene
27 Av |bn Batouta

769 Rabat

T+ 212 61 505176

sefianigem@hotmail.com

MOROCCO

Amina TAZI EL MALKI
CHU Ibn Sina

Rabat

T. +212 61400376

T. +212 37653040
F.+212 37636618

Amal THIMOU

CHU Ibn Sina

Rabat

T. +212 68457005
thimouzigna@yahoo.fr

Zakia TOUATI
CHU Ibn Sina
Rabat

Abdelwahab ZERRARI
Chef de Division de la Sante
Maternellle et Infatile
Direction de la Population
Ministére de la Santé

355, avenue Mohammed V
Rabat, Morocco

T.+ 212 37691267
azerrari@sante.qgov.ma

NETHERLANDS

Gerard LOEBER

RIVM, National Institute Public

Health

Diagn. Lab. Inf. Dis. & Perinatal

Screening P.0.Box 1

3720 BA BILTHOVEN

The Netherlands

T.+31 30 274 2867

F. +31 30 274 4418
erard.loeber@rivm.nl

OMAN

Surendra Nath JOSHI

Senior Consultant Child Health
SQ University Hospital, Ward
Blue-1

PO Box 38,

Muscat - 123, Oman

T. +968 24414296 (Res.)

T. +968 24141745 (Office)

M. +968 99755851

F. +968 24141136

joshisnj@yahoo.com

Enclosure A

PAKISTAN

Zulfigar BHUTTA

Professor and Chair; Department
of Pediatrics Aga Khan University
Stadium Road, P.O. Box 3500
Karachi 74800

Pakistan

T. +92-21-4864721 or 4930051
Ext. 4721

F. +92-21-4934294

Zulfigar.bhutta@aku.edu

Ahmad Khan IQTIDAR
Department of Pediatrics

Aga Khan University

Stadium Road, P.O. Box 3500
Karachi 74800, Pakistan

T. +92-21-4864731 or 4930051
Ext. 4731

F +92-21-4934294

igtidar.khan@aku.edu
PALESTINIAN AUTHORITY

Moien KANAAN

Molecular Genetics

Dean of Science and Hereditary
Research Lab Director
Bethlehem University, POB 9,
Bethlehem

Palestinian Authority

or

POB 54866, Jerusalem 91547
T. +9722-274-1241ex 2206 Office
T. +9722-274-4233 Direct line
F. +9722-274-4440

T. +9722-6289-376 Home

M. +0546-44-3539
mkanaan@bethleem.edu

Suhail AYESH

Hebrew University

Al Makased Hospital

Beit Hanina

P.O. Box 20764
Jerusalem

Palestinian Authority
suhail@cc.huji.ac.il
moleclab@alqudsnet.com
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PHILIPPINES

Carmencita D. PADILLA
Professor of Pediatrics, UP
College of Medicine and Director,
Institute of Human Genetics
National Institutes of Health
University of the Philippines Manila
T.+63 2526 1710, 526 1725

F. +63 2 302 3957

M. +63 2 918 911 9439

carpadir@fastmail.ph.inter.net
www.humangenetics.com.ph
www.nsrc-nih.org.ph

QATAR

Ghassan Mustafa ABDOH
Senior Specialist Neonatologist
NICU

Hamad Medical Corp.

Doha, Qatar

ghassanabdoh@yahoo.com

Ahmad TEEBI

Department of Pediatrics
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Enclosure B

Research Collaboration & Research
Training
in Europe

Dr J R Bonham, UK

Topics to be covered

1 Introduce some of the Societies involved
1 What do they provide?

1 Information resources

1 Potential for partnership

Organisations involved in Europe

1 ERNDIM —www.erndim.unibas.ch
Largely works in EQA, 250 participating labs mainly
in the field of IEM's with some relevance for
screening eg phenylalanine.
Organises schemes, education and standard setting.

Eurogentest —wwyw.eurogentest.org

Standard setting and education. EU funded to agree
standards of practice and quality across the EU 25.
Broad definition of genetics, molecular genetics,
cytogenetics and biochemical genetics, hence the
screening implications

Organisations involved in Europe

1 International Society for Neonatal Screening —
Europe —www.isns-neoscreening.org

The society has the objective of promoting the carrying out of
appropriate screening for foetal, neonatal and infant sicknesses and
disorders, world-wide.

a. developing, coordinating and maintaining practice and quality
standards;

b. carrying out or commissioning scientific research and the
enlargement of scientific knomedge concemning neonatal screening by
means of meetings, symposia, discussions, reports and publications;
c. contributing to development and teaching;

d. harmonizing screening programs, methods and protocols.

National Societies

1 DGNG, Germany —www.screening-dans.de
1 AFDPH, France — www.afdphe.assoc.fr

1 SEQC, Spain —www.seqc.es/semc

1 UKNSLN, UK — www.newbornscreening.org
1 Portugal — www.diagnosticoprecoce.org

Related Societies

1 SSIEM - www.ssiem.org

- IMD’s but a lot of screening emphasis
MetBioNet - ywwww.metbio.net

- A National IMD/Screening alliance

Other National IMD Societies eg BIMDG
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Regulatory bodies and agencies

1 UK newborn Screening Program centre -
www. newbornscreening-bloodspot.org.uk

1 UK NEQAS - www.uknegas.org.uk

1 Clinical Pathology Accreditation - www.cpa-
uk.co.uk

How does it work in practice?
G

1 Most societies promote and organise
meetings to discuss scientific issues and
present research findings and discuss audit
findings

1 Overarching regulation is provided by
country law guided by International
standards eg Eurogentest and accreditation
eg CPA informed by EQA
(NEQAS,CDC,ERNDIM, audit data etc)

Where can we go from here?
I
1 Access to information — free

1 Membership of EQA schemes — reduced
fees

1 Exchange visits
1 Partnership support
1 Joint applications for research
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Middle Easte™

and

Marrakech Declaration
15-11-2006

The international community has achieved a point as which important results in infant survival and the reduction of
neonatal morality. In view of the United Nation's Convention on the Rights of the Child (1989) governments must now
focusincreased attention on assuring our children’s optimal devel opment and to put in place palicies to ensure that
tomorrow’ s adults are as free as possible from disability that will limit their achieving their potential. Thisisfacilitated
by early screening for congenital genetic disordersthat are responsible for major disability; if not treated early, the costs
of treatment of preventable disability are prohibitive for the society and the lives of children and their families are
tragically and unnecessarily limited. Systematic newborn screening for these genetic disordersis thus a necessity for
public health programs based on the means available.

Participants of the first meeting of “ Strengthening Newborn Screening in the Middle East and North Africa’ recognize
that our children’s health is a high priority for our countries. Newborn screening is an important tool in the prevention of
disease and disability in our children and thus should be a key part of a comprehensive public health system in all of our
countries. Each country should prioritize the panel of genetic disorders and system of care that is appropriate to their
situation.

Based on the meeting’ s deliberations, the foll owing recommendations have received high priority:

Vv Encourage al countries to develop policies and provide necessary support to establish a systematic national
newborn screening program within the context of a global national policy for children’s health that will provide
access to all newborn infants in these countries and provide follow-up services. Such services should integrate
both public and private health care delivery systems.

v All countries in the region should screen for at least one condition develop a national model program that takes
into account all aspect for post-testing care.

v Establish national research priorities around newborn screening, through culturally relevant and ethical
strategies.

Vv Reduce disability and death by assuring that the children identified as having screening positive for a genetic
disorder have the opportunity to a good quality of life through access to medical treatment including behavioral,
physical therapeutic interventions as well as assistive technology in order to preserve healthy development and
improve autonomy and independence.

v Develop population studies to determine the incidence of genetic disordersin the region and consider linking to
national databases with standardized measurements. Clearly population genetics data needs to be accumulated
country by country as it is anticipated that each country will have unique disorders related to their own
population.

Vv Begin regiondization and cooperation among countries by sharing of expertise, information, and other
resources.

v Develop training programs that focus on role-specific activities that build the interdisciplinary teams needed for
newborn screening systems of care.

v Stimulate regional research capacity that addresses the specific conditions of priority to the Middle East and
North Africa

Inview of all of the above recommendations, the attendees recognize the need for establishment of collaborative,
cooperative networking to facilitate the devel opment of a newborn screening system for all nations.

In order to devel op such a collaborative network it would be of value to:

Hold annual meeting assess country advances.

Develop smaller focused meeting on issues of particular importance (e.g. training).

Establish structures for increased communication across the region including a regional website and biennial
regional meetings.

Establish an advisory committee to set up an agenda for addressing the recommendations identified above.
Establish working groups that can implement identified priorities.
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