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Tentative programme Trolleholm CAPABILITY
meeting November 30 ™ - December 3 2009

Monday Nov 30

Tuesday Dec 1

Wednesday Dec 2

Thursday Dec 3

Arrival day
Overnight at
Hotel Concordia,
Lund centre

8.30 Departure for Trolleholm
9.30 Morning coffee
10.00 CAPABILITY
- Housekeeping,
U. Kristoffersson
- CAPABILITY overview,
I. Nippert
Demonstration projects/Final
- R. Raouf
C. Barreiro
A. Christianson
- J. Schmidtke
- Lessons learned

9.30 Strategy discussion
CAPABILITY/GenTEE survey:
Genetic Testing in Emerging
Economies (GenTEE)

- Content of the survey

- Collaboration with the EU -
Institute for Health and
Consumer Protection (IHCP)

- Timeline & meetings

8.30 CAPABILITY 2nd
report for EC

- Auditing
- Technical
information

13.00 Lunch

12.00 Lunch

12.00 Lunch

14.00 CAPABILITY final report

- Needs Assessment final
recommendations;
A. Christianson

- Clinical Utility final
recommendation;
J. Schmidtke

- Final report — Discussion

- Final report - Dissemination

13.30 Strategy discussion for
CAPABILITY/GenTEE survey
- Protocols
- Contracts

15.45 Coffee break

16.15 CAPABILITY/GenTEE survey
continued
Legal aspects, what to address
in the survey; M. Christianson

Departure

19.00 Get together
and dinner

19.00 Dinner

19.00 Dinner
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CAPABILITY Workpackages 1 -4

Workpackage title

Lead

con-
tractor
NoO.

Start
month

End Deliver-

month able(s)
\[o}

Co-ordination centre

1, 2, 6,
12, 18

Establish Working Group/
Workshop |

3,4,5

Developement of analytic
framework for genetic test
evaluation

Genetic needs assessment
survey

.y Capacity Building for the
Transfer of Genetic Knowledge
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CAPABILITY Workpackages 5 -9

Workpackage title Lead Start End Deliver-

con- month month able(s)
tractor \[o}
\[o}
Draft model approach/ 1-7 9, 10, 11

Workshop Il All

Demonstration project 1-7 13, 14,
Al 15

Project outcome evaluation/ 1-7 16, 17
Workshop Il All

Final model approach 1-7 19
All

International dissemination 1-7 20
All

.y Capacity Building for the
Transfer of Genetic Knowledge
rasicity into Practice and Prevention
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CAPABILITY Deliverables months 1-18

Deliverable title Due Actual
date date

Co-ordination centre fully established M3 M4

IT tools for communication implemented M3 M4

Working Group established (Workshop ) M3 M5

Protocols for developing an analytical framework for M5 M5
genetic test evaluation established

Protocols for needs assessment survey established WIS M5

Workshop | proceedings/ presentations available on M6 M6
CAPABILITY website

Report: Framework for test evaluation

Report: Needs assessment survey and capacity building
priorities

Draft model approach

Workshop Il
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CAPABILITY Deliverables months 19 -36

\[o} Deliverable title Due Actual
date date

D11 Revised model approach M14 M22
D12 Start: demonstration project M13 M13

D13 Workshop Il proceedings/ presentations available on M15 M18
CAPABILITY website

D14 Mid-term review demonstration project M22 M27

D15 Demonstration project completed M32 M32

D16 Demonstration project report M33 M33
D17 Workshop Il M34 M35/36
D18 Model Approach Report: completed M36 M36
D19 Report available on CAPABILITY website M36 M36

D20 International dissemination of report M36 M36

.y Capacity Building for the
Transfer of Genetic Knowledge
rasicity into Practice and Prevention
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Co-ordination Office

Karina Bertmaring
Secretariat

Christoph Ries
IT & Communications
riesc@uni-muenster.de

New address:
Niels-Stensen-Str. 14
48149 Munster
Germany
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D2

IT tools for communication implemented

Capacity Building for the
Transfer of Genetic Knowledge

caraniLity into Practice and Prevention

Graup

HIGHLIGHTS

Available now on CAPABILITYHET

"Genetic Services in Egypt - Current Situation and Needs Assessment"
elick here

CAPABILITY

CAPABILITY iz a 3-year model project developed jointly by units 3 (Clinical Genetics,
Community Genetics and Public Health) and § (Education) of the Hetwork of Excellance:
Genetic Testing in Europe Metwors for test dewelopment, harmonization, walidation and
standardization of services (EuroGentest) and by leading ex<pers from: Argentina, Egvpt
and South Africa, the latter being currently engaged in major development projects to
integrate genetic services in primary care and prevention in their countries.

CAPABILITY will:

® develop an anahtic framewad: for evidence-based genetic test evaluation including
the domains: efficacy (evidence of utility in controlled settings) and effectiveness
(evidence of utility in real settings), identify priorities for capacity building by a
systematic needs assessment survey and

® validate the projects approach by means of a demonstration project.

CAPABILITY's overall objactives are to contribute to the efforts to establish and sustain a
worldwide harmonisation process for quality standards for the integration of genetic
tezt'genomicknowledge applications into practice and prevention and to zene az 3 model
project for successful, sustainable collaboration bebween EU research centres and centres
from deweloping countries.

The following challenges are comman to both EU and middle income countries:

1. The need to develop an ewidence-based evaluation process for genetic tests or
other applications of genomicknowledge in transition from research into practice.

2. The need for capacity building to enable health care systems to integrate
adequately genetic'genomic applications with proven clinical otility into practice
and prevention.

. The need to establish an  evidence-based implementation process  for
genetic'genomic knowledge from research into routine practice, including the
review of testing practices, to ensure quality standards of semvices

CAPABILITY is a first step to addressthese challenges.

CAPABILITY
Third wior kshop
December 1-32 2003
Trollehal m Castle
Trollehal m Sweden

.NEIII' BELHI, Il:nlﬁ,

CAPABILITY was
presented =t the 4h
International
Conference on Birth
Defects and
Dizzbilities in the
Dieweloping Countries.
The Corference was
held in Hews Delhi,
India from Oct dth to
Oct Tth, 2003,

Frogramme

CAPABILITY
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Workshop | proceedings/ presentations available on CAPA BILITY
website

Capacity Building for the
Transfer of Genetic Knowledge
carasiLity into Practice and Prevention

| Participants | Expert fduizors Wiorking Group Dernonstration Project Meetings & Proceedings | Docurnents
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Capability Evaluation Mesting

Place: Johannesburg and Honeyguide Camp [Mpalanga Province], South
Africa

Date: March 25-30, 2009

Shout us

Presentations

CAPABILITY workshop 1
Place: Ouford, UK
Date: May 21-23, 2008

Presentations

CAPABILITY workshop |
Place: Trolleholm Castle, Sweden
Date: May 7-9th, 2007

UNIVERSITET

Agenda Presentations

Capacity Building for the
Transfer of Genetic Knowledge
carasiciry into Practice and Prevention




D7 Report: Framework for test evaluation

DRAFT REPORT

Capacity Building for the

Transfer of Genetic Knowledge Em@a
carasiLity into Practice and Prevention :

CAPABILITY Subcommittee 1 Draft Report

Framework for test evaluation

A comparison of criteria for clinical validity
and utility in various national and international
frameworks

Jorg Schmidtke on behalf of Subcommittee 1

Hannover Medical School, Institute of Human Genetics, Carl-Neuberg-Str. 1, 30625
Hannover, Gemany

Schmidtke.Joerg@mh-hannover.de

Capacity Building for the
Transfer of Genetic Knowledge
carasiciry into Practice and Prevention




D8 Report: Needs assessment survey and capacity building priorities

HEALTH CARE NEEDS ASSESSMENT FOR MEDICAL GENETIC SE RVICES IN
MIDDLE- & LOW -INCOME NATIONS

ARNOLD CHRISTIANSON

Division of Human Genetics, National Health Laborat  ory Service &
University of the Witwatersrand,

JOHANNESBURG, South Africa.

arnold.christianson@nhls.ac.za

NEEDS ASSESSMENT CAPABILITY ARGENTINA .
all available
CHRISTINA BARREIRO on website
Hospital de Pediatria Juan P. Garrahan, S.A.M.I.C.
Buenos Aires, Argentina
cbarreiro@garrahan.gov.ar

GENETIC SERVICES IN EGYPT: CURRENT SITUATION AND NEEDS
ASSESSMENT

RANDA KAMAL A. RAOUF

Professor of Pediatrics,

Institute of Postgraduate Childhood Studies

Ain'ShamS UniverSity "+ Capacity Building for the
Cairo, Egypt .‘ Transfer of Genetic Knowledge

rasiciTy INto Practice and Prevention
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Start: demonstration project

CAPABILITY
South African Report

Greater Sekhukhune Capability Outreach
Project

(GraSCOP)

Armnold Christianson

Division of Human Genetics
National Health Laboratory Service
&

University of the Witwatersrand
Johannesburg, South Africa.




D12  Start: demonstration project

in Health ASPeCts 0
A Ca_paglty UII

—

Prof. of Pediatrics — Institute of PGCS

Ain Shams University

.y Capacity Building for the
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D12  Start: demonstration project

CAPABILITY Argentina

N

Gamdo J.

Dellamea C.
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D13  Workshop Il proceedings/ presentations available on C APABILITY
website

Capacity Building for the
Transfer of Genetic Knowledge
carasiLity into Practice and Prevention

| Participants | Expert Aduizors wiiorking Group Dernonstration Project Meetings & Proceadings | Docurnents
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Capability Evaluation Mesting

Place: Johannesburg and Honeyguide Camp [Mpalanga Province], South
Africa

Date: March 25-30, 2009

Shout us

Cortact

Legal Motice -
Presentations

CAPABILITY workshop 1
Place: Ouford, UK
Date: May 21-23, 2008

Presentations

CAPABILITY workshop |
Place: Trolleholm Castle, Sweden
Date: May 7-9th, 2007

UNIVERSITET

Agenda Presentations

Capacity Building for the
Transfer of Genetic Knowledge
carasiciry into Practice and Prevention




D14  Mid-term review demonstration project

Manyeleti Game Reserve
Khoka Moya Camp, South avigle
25-30th March 2009




D14  Mid-term review demonstration project




No.

CAPABILITY Deliverables months 19 -36

Deliverable title

Due
date

Actual
date

D11

Revised model approach

M14

M22

D12

Start: demonstration project

M13

M13

D13

Workshop Il proceedings/ presentations available on
CAPABILITY website

M15

M18

D14

Mid-term review demonstration project

M22

M27

D15

Demonstration project completed

M32

M32

D16

Demonstration project report

M33

M33

D17

Workshop IlI

M34

M35/36

D18

Model Approach Report: completed

M36

M36

D19

Report available on CAPABILITY website

M36

M36

D20

International dissemination of report

M36

M36




Thank you for your attention !




