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Improving quality of genetic
counselling, clinical validation and
clinical utility

Generating shared skills and
knowledge about genetic testing

Public Health Education

CAPABILITY Is a S _pecific S _upport A _ction (SSA)
for EuroGentest units 3 (Public Health)
and 6 (Education)
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Genetic Europe

[ | [ |
Metwork for test development
harmonization, validation and

standardization of services

o Establish a network of quality across
Europe

 Promote research, proper utilization,
guality control and assurance and
adequate management of genetic services
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Genetic Europe

[ | [ |
Metwork for test development
harmonization, validation and

standardization of services

Establish procedures and guidelines for the
validation of methods and technologies

Provide genetic healthcare workers, the end-users

and healthcare authorities with a portfolio of
guality-assured information sources and informatic
tools that are subject to validation and quality
procedures

In addition, EuroGentest aims at becoming a model
for similar initiatives in developing countries and will
provide appropriate support for their development.

World Alliance * International
L L * X % ]
of Orga * * Partners
* * >¥




CAPABILITY Is a 3-year model project
developed jointly by units 3 & 6.

UNIT 3: CLINICAL GENETICS, COMMUNITY
GENETICS AND PUBLIC HEALTH

Unit Leader: UIf Kristoffersson, Head of the
Department of Clinical Genetics at the
University Hospital in Lund in
Sweden.

Co-leader: Joerg Schmidtke, Director of the
Institute of Human Genetics at
Hannover Medical School.
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CAPABILITY is 3-year model project
developed jointly by units 3 & 6.

UNIT 6: EDUCATION

Unit Leader: Alastair Kent, Director of GIG and
President of the European Alliance
b
A

of Genetic Support Groups.




CAPABILITY

 Funded by FPG6:

o Starting month:

 Kick-off meeting:

EU Contract No.
037275

January 2007

May 7-9, 2007
Trolleholm Castle,
Trolleholm ,Sweden
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EUROPEAN
COMMISSION

FP6

ALL RESEARCH TOPICS WERE OPEN FOR 3rd
COUNTRY PARTICIPANTS

» At least 3 organizations from EU and/or
associated states

 In addition, “third country” participants were
welcome

e Partners from the INCO target countries,
could receive funding




European Union/
Associated States (1)/
Overseas Countries & Territories

Target countries of specific measuresin
support of international cooperation:
eligiblefor participation and funding
(within limits of budget)

Other third countries: digible for
participation; funding if provision under
RTD activity or essentid for carrying out
indirect action

Currently no cooperation




Workshop 1 serves several functions:

o it will host the 1st meeting of the Working Group

it will present the CAPABILITY agenda to involved
key stakeholders, observes from New Member States
and other third countries

participant 1 will prepare the proceedings of the
workshop and publish them on the CAPABILITY

website
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CAPABILITY Participants...
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[NSTITUTE 01

LABORATORY MEDICINE

pd svenska

LUND

UNIVERSITY DEPARTMEMT & F CLIMICAL GEMETICS

Ulf Kristoffersson, Head of the
Department of Clinical Genetics at the
University Hospital in Lund in Sweden.
(Participant 2)
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= alte MHH-Homepage | Sitemmap | Impressum | deutsch | english

Medizinische Hochschule
Hannover

Uberblick/Service | Studium/aAushildung | Forschung | Kliniken/Institute | Organisation | Aktuelles/Presse | International |

MalH Servicehox

Aktuelle Informationen der MHH SO )
weitere Presseinformationen finden Sie hier » B
erweiterte Suche

Neue Hoffnung im Kampf gegen Aids e i o
Schnellzugriff fiir Zielgruppen
3 MHH-Wissenschaftler entwickeln Wirk stoff / Minister Stratrnann lobt Infektionsforschung 9 grupp
Fortrait mehr.. | Bitte auswahlen . -|

Hatfallrufnummern Yolkskrankheit Depression: Was man wissen sollte und was man tun

Informationen fir Patisnten kann Blutspende in der MHH

und Angehirige Sonderveranstaltung der MHH-Patientenuniversitdt arm 12, Mai far jedermann Blut spenden und

Leben retten?

. . W eiters

Lageplan Neue Hoffnung im Kampf gegen Aids e
MHH-Forscher stellen Konzept bei Pressegesprach mit Minister Stratrnann am 2. Mai vor fitdan tiatbata

Spenden und Fardern AER

verkehrsanbindung mehr...

Blutspendedienst

Veranstaltungen der MHH.

Kliniken A-2
Institute A-Z

Zentrale Einfichtungen A-2

Joerg Schmidtke, Director of the Institute of
Human Genetics at Hannover Medical School.
(Participant 3)
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Genetic Interest Group
Working to benefit all people affected by genetic disorders

LATEST NEWS FROM GIG ' oo eie?

i our site ?

Add £ mailirg list:
Iv|
Who are you?
Video Clips BEni Fendber
Interactive Zone Joh Adve
Job Des

Donate

About GIG

Links

MH]“HQ List RIS ey ; of 0 he Eurogen . line and

Alastair Kent, Director of GIG and President

of the European Alliance of Genetic Support
Groups.

(Participant 4)
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The Department
of Human Genetics

School of Pathology, Faculty of Health Sciences, ‘;F
University of the Witwatersrand s

Medical
Genetic

Services
e

Arnold L. Christianson

The Clinical Diagnostic and Genetic Counselling
Division

(Participant 5)
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Randa Kamal Abdel-Raouf, Children with
Special Needs Department.
(Participant 6)
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Study sites in Egypt: Cairo & Alexandria

International
Partners

|
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Hospital de Pediatria s.nic

EBuznes Arires

"Prof. Dr. Tuan P. Garra AETEAEIR
. R T e T

Cristina Barreiro, Medical Genetics Service.
(Participant 7)
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UniversiGitsklinikum
Minster

Co-ordinator: Irmgard Nippert,
Women’s Health Research,

Department of Genetics.
(Participant 1)
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Co-ordination Office Munster

Karina Bertmaring

0 1ol 149 251/83584 12 Sccretaniat

Website,
IT-Communication,
Documentation

Luis Robles-Trevino
Tel. +49 251 / 83 584 65
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CAPABILITY

Advisory Board...
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PHG Foundation P

Home #About Contactus Mewsletter Events Wvhat'snew PolicyDB ’

Menu

About us

Contact us

Events

Hewsletier

Our work

Public health genetics
Resources

Search

What™s new

The PHG Foundation has been established as a new charitable organisation te take the place
and to continue the work of the Public Health Genetics Unit as from 1 April 2007.

ut in particular of genome-

Latest headlines change display
EL test draft rec 0 ane =elling

| ene therapy for eye

'~ Public Health
= :
& Genetics

L foundatio

Study doubt on candidate genes for heart dis

. ening for haraditary breast cancer
From 1 June 2007 our weh address will change to

wiavwy phigfoundation org HFEA launc zultation en human-animal hybrid embreos

Ianimahk e LI Radinm ol Sharm Dol Klahands

Recent highlights

Ron Zimmern , Director PHG Foundation,
Cambridge, UK.
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Partners  —

>



Pan American . ¥EA ESTA PAGINA EN ESPANOL
Health \laccma'l:l@

& Organization anation Week in the Americas
. zizsnl;q,nl 7 inebiel e

Electronic Sites:: Child Health - Communicakble Diseases - Epidemiology - Food and Mutrition - Gender and Health -
Health Promation - Injuries and Wiolence - Lifestyles - Maternal Health - Mon-communicable Diseases - Research and Scientific
ik iting

Online Bookstore

PAHO Publishing World Health Day 2007

Welcome to PAHO Publishing, gateway to health care publications and information
resources related to the Western Hemisphere's most pressing public health issues, The
site pulls together scientific articles, books and book reviews, expert opinions,
testimonials, statistical data, and links from authoritative sources, and puts them in the
hands of health care workers and the general publicin easy to use formats,

Many docurnents are available in full-text and free of charge, Other documents feature a
detailed synopsis and ordering information. Mew documents and materials are added
periodically,

. . . o ' ; 2 Publication: ¥el-Being
We strive to continually improve our ability to fulfill your information needs, Please MG

contact us with your comments, questions, and suggestions.

Par Americar Jouraal of
Pubiic Heaith
Electronic Sites: + Wy journal paho.org

» Pazt lzsues

o Child Health o Health Promotion = Information for Authors:
Books

Josrnal

o Communicahle Diseases o Injuries and Violence

Victor B. Penchaszadeh , Program on
Genetics in Public Health and Human Rights,
Pan American Health Organization (PAHO)
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Voren THE
1805 - 1881 GREATEST BrLack
2 BrRiToON

5‘ MARY SEACOLE Bie

A NURSE i
YOHLG. WEELEIEE WAR IN THE 1850'§: FORTHCOMING
Her adveninres took herstar from home, the island EVatis
of Jamaica in the Caribbeans She met members of
the British Royal Family, and was cheered by thousands
of I}i‘!l_':!'llt‘ inlLondon. She wrote a book abour her lite,
telling how she helped soldiers during the Crimean War.
RACE #u

VICTORIAN
BRITAIN

MARY'S JOURNEY MEDICINE IN THE HIsTC
ViCTORIAN AGE CRIM

[ interaceive wap s

Elizabeth Nneka Anionwu , RN HV Tutor PhD

CBE, Professor of Nursing, Head of Mary
Seacole Centre for Nursing Practice, Thames

Valley University, London, UK.
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Advisory Board

Hilary Harris , MD, Is the senior partner in a
South Manchester general practice, UK.




The Advisory Board will

 Participate actively in all international
workshops & some meetings,

« Comment the draft versions of the
reports, the demonstration project

design, its outcome data and advise
on the final model approach




Evaluator

March of Dimes, Global Programs
White Plains, USA

March
of Dimes

Saving babies, together-

World Alliance
of Organizations

http://www.marchofdimes.com/professionals/




Observers

 World Alliance of Organizations for Prevention
and Treatment of Genetic and Congenital
Conditions (WAO) - Ysbrand Poortman

Central Europe and Eastern Countries Genetic
Network Gdansk, Poland (Member of the
EuroGentest Advisory Board) - Grzegorz Wegrzyn

Instituto de Biomedicina Universidad Catodlica de
Santiago de Guayaquil, Guayaquil, Ecuador (Advisor
to unit 3 EuroGentest) — Peter Chedraui




Observers
-

DEPARTMENT OF

CHEUNG SHA wAN JOC

o R D R & "
{]I'H'IE“I‘_"J-!'I.';LlHIC'- SHA WAN JOCKEY CLUB

o W i Gimnabic Ser
+ ut LRLAL m kA Gonnllc
1/F

g g R AH
k-:l;:m 16%?;{?[}: SCH'EEH1HG LMNIT
W EBLEAT
THETIC LﬁEDRﬂ.TDHIEh
Be H3 3 e

AL GENETICS 3

e Clinical Genetic Service Centre, Department of
Health, Hong Kong Special Administrative
Region — Stephen T.S. Lam World Alliance

of Organizations




CAPABILITY Working Group

15 experts:
e clinical genetics
e genetic epidemiology
 health service research
 health technology assessment

Multidisciplinary » evidence-based medicine

International » molecular genetics
e parent and patient
organisations
e primary care providers
* public health genetics
e ethics




CAPABILITY Components

World A_llia_nce International
of Organizations|g Partners NI




Project Management and Structure

Participant 1 Participant 2
UKM LU

International
Advisory Board

Coordinator
UKM

Participant 3 Participant 4 Participant 5
MHH GIG WITS

Working Group

2 SUBCOMMITTEES FOR DEVELOPING
MODEL APPROACH COMPONENTS

SUBCOMMITTEE 1 SUBCOMMITEE 2

Framework for Genetic Genetic Needs
Test Evaluation Assessment Survey

v Y

JOINT DEMONSTRATION PROJECT

v

VALIDATED MODEL APPROACH

Specific Support Action
CAPABILITY

Management Office
UKM/Munster

Participant 6 Participant 7
MOHP SAMIC

Observers

Evaluator
(MoD)




CAPABILITY companenis Specific Support Action
CAPABILITY

ESTAELISH COORDINATION CENTRE
WP 1

¥

ESTABLISH WORKING GROUP AND
ORGANISE WORKSHGP |
WP 2

SUBCOMMITTEE 1 SUBCOMMITTEE 2
FEAMEWORK FOR GENETIC TEST GEMETIC NEEDS ASSESSMEMNT
EVALUATION SURVEY
WP 3 WP 4

h
DRAFT MODEL APPROACHAMORKSHGR ||
WP&

¥

DEMONSTRATION PROJECT
WPE6

¥
PROJECT QUTZOME
EVALUATIONAM/ORRSHORP (I
WP7

¥

FINAL MODEL APFROACH
WP&

¥
INTERNATIONAL DISSEMINATION
WP8




7.2 Work planning and timetable

Specific Support Action

CAPABILITY
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Agenda Milestones

M1
M2
M3
M4
M5

= Set-up coordination centre

=YWebsite
=Workshop |

='Working protocols for subcommittees
='Workshop | presentations/proceedings published on

CAFABILITY website
= Draft report: Framework for genstic test evaluation

MG

M7 = Draft report: recommended capacity building

M3
M9

=Workshop |l

= Start demonstration project

W10 = Workshop || presentations/proceedings published on
CAPABILITY website

M1 = Mid-term reviews demaonstration project

W12 = Demaonstration project completed

W13 = Workshop [

W14 = Report: completed

W15 = Final Report available on CAFABILITY website

W16 = International dissemination of report

World Alliance

of Organizations |g r Partners

|
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International




Workpackage 3: Subcommittee 1

Subcommittee 1:

« will systematically review existing approaches
genetic test evaluation with an emphasis on clinica I
utility of tests with a high potential to be implem ented
In general practice care and prevention

iIncluded in the review will be genetic test evaluat lon
approaches developed in the USA such as ACCE and
EGAPP and the approaches of the United Kingdom
Genetic Testing Network




Workpackage 3: Subcommittee 1

 will draw on the reviews done so far by Unit 3 of
EuroGentest. R. Zimmern will act a special advisort o
this committee

will draft an analytic framework (=questions that n eed
to be addressed) for evaluating genetic test
application in different settings

Participant 3 will prepare the report for the
CAPABILITY Working Group




Subcommittee 1

Chair: J. Schmidtke
Special Advisors: R. Zimmern, N.N

Participants: A. Christianson
l. Nippert

Deliverable: Draft Report
(month 12)

World Alliance
of Organizations |g r




Workpackage 4. Subcommittee 2

Subcommittee 2:

will develop criteria for a systematic needs
assessment survey

will identify priorities for capacity building by n
assessment survey

will recommend capacity building mechanisms

Participant 5 will prepare the report for the
CAPABILITY Working Group o Al

of Organizations|g




Subcommittee 2

Chair: A. Christianson

Special Advisors: E. Anionwu, H. Harris
V. Penchaszadeh,
N.N.

Participants: C. Barreiro, A. Kent
l. Nippert, R. Raouf

Deliverable: Draft Report
(month 12)

World Alliance
of Orga




CAPABILITY Methods

e Bring together key stakeholders for the
systematic transfer of genetic testing from
research into clinical practice by means of
frameworks for an evaluation process
agreed by academics, clinicians and
policy makers

o Seek agreement on standards

World Alliance
of Organizations |




CAPABILITY Objectives

 |dentify priorities for capacity building for
providing appropriate services by
systematic needs assessment surveys

« Evaluate the approach via demonstration
projects to be conducted at 4 target sites

World Alliance
of Organizations |




CAPABILITY will use knowledge
gained from previous evaluation

projects




A key objective of CAPABILITY Is
to engage the interest of a wide

range of stakeholders

World Alliance
of Organizations




CAPABILITY Overview

Evaluation

Systematic reviews

Identify knowledge gaps &
data needed

efer forappraisa - Draft model approach

CAPABILITY Working Group

Health policy
makers
Health care
providers

Private sector




CAPABILITY Networking Goals

 To promote an internationally shared set
of basic quality standards for genetic
testing and the provision of appropriate
genetic services In primary care and
public health

To lay the foundation for a sustained
collaboration, that will continue and be
open for international partners

e To start collaboration by joint projects

World Alliance
of Organiza




CAPABILITY will help

e To promote proper implementation of
new genetic knowledge, quality
assurance and adequate provision of
genetic services at a global level

 To identify present and future needs
for capacity building mechanisms




CAPABILITY will help

e To avoid the opportunistic
Introduction of underevaluated
technology driven genetic testing
and concentrating on those areas
where greatest gain for health is to
be secured




CAPABILITY will help

e To create the expectation at all levels
of health care systems that genetic
tests should be subject to a
systematic evaluation process prior
to translation into general practice




Thank you

for your attention!
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