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Sickle Cell Disease
Regional Consultation

Venue: 
Centro de Convenções e Ferias 

(Convention Center and Trade Fair) 

Av. Augusto de Lima, 785 -

Belo Horizonte Minas Gerais-Brazil 

55(31) 3244-6404/6457/6468 and 3409-8971

Dates: 
October 3-4, 2008

I. Profile 

The Units of Non Communicable Diseases and Gender and Ethnicity from the Pan American Health Organization in collaboration with the Ministry of Health of Brazil, with the support of the 5th Brazilian Symposium for Sickle Cell Disease and Other Hemoglobinopathies are organizing a Regional Consultation on Sickle Cell Disease.  

Sickle Cell Disease is a health problem of genetic origin that affects population of African decedents across the world.   Its treatment and prevention have received limited attention from health authorities in the Region, causing premature deaths and disability to those affected because of lack of information and proper management.  In order to overcome this situation, it is needed a joined effort involving experts, civil society, health authorities, and international agencies.

In October 2008, the Units of Non Communicable Diseases and Gender and Ethnicity from the Pan American Health Organization in collaboration with the Ministry of Health of Brazil, had organized a expert group on Sickle Cell Disease had that analyzed the regional situation and had defined the content of a draft model policy document for Sickle Cell Disease Prevention and Control.

This document will be shared with countries for contribution and validation during the 2009 Regional Consultation.  
The objectives of the Regional Consultation are:
· Revise the content of the Sickle Cell Disease Prevention, Treatment  and Control: Guidelines for policy development Draft, that will be shared with countries for contribution and validation during the 2009 Regional Consultation

·  Identify experts and leaders across the American Region. 
· Identify best practices on Sickle Cell Disease Prevention, Treatment  and Control from Brazil and other countries of the region
· Creation of a Community of Practice to support the development and  implementation of policies at the country level
Organizers:  

• Ministry of the Health of Brazil, Joyce Aragão de Jesus
• CEHMOB-MG, José Nélio Januário
•  PAHO, Alberto Barceló, Cristina Torres Parodi, Micheline Meiners 

Participants:  

Experts:
·  Kwaku Ohene-Frempong, Children's Hospital of Pennsylvania (CHOP), USA 

·  Susan B. Shurin, NIH,  USA

·  Hani K. Atrash, CDC, USA 

·  Roshni Kulkarni, CDC, USA
·  Alvin Zipursky, Canada
·  Walter Rodríguez Romero, Costa Rica 
·  Marvin Reid, UWI, Mona, Jamaica

·  José Nelio Januario, UFMG, Minas Gerais

·  Luis Eduardo Batista, SES, São Paulo

·  Frederico Carboni, SES, São Paulo

·  Berenice A. Kikuchi, São Paulo Sickle Cell Disease Association (AAFESP)

· Altair Lira, Sickle Cell Disease National Federation (FENAFAL)

·  Paulo Ivo Cortez, Hemorio, Rio Janeiro 

·  Sergio Coelho, Rio Janeiro 
·  Silma Maria A. de Melo, Ministério da Saúde, Brazil
· Clarice Lobo, Hemorio, Rio Janeiro

· Althea Grant, CDC, USA
Country Delegates:

· Barbados: Dr. Cheryl Alexis 

· Colombia: Dra. Valentina Salazar
· Panamá: Dr. Germán Espino  
· St Vincent y Grenadines:  Dr. Don Antonio Martin 
Civil Society Representatives:

· TBD, Sickle Cell Disease National Federation (FENAFAL)

· TBD, Red Media-Luna

Co-Sponsors

5th Brazilian Symposium for Sickle Cell Disease
II.    Agenda  

3 October 2009
9:00 –9:15am  
- Welcome remarks, PAHO  Representative, Representative from MOH of Brazil, CEMOHB-MG, Brazil,Susan Shurin, USA,
9:15 –9:20am -         Introduction and objectives of the meeting.  Alberto Barceló, Regional Advisor, PAHO, Washington DC.

9:20 –10.00am       Panel with countries representatives
10:00 – 10:30 am 
Panel Component 1: Early screening: Marvin, Sergio e Atrash

10:30 –11:30am 
Comments, Questions and Answers   

11:30 – 12:30 am 
Panel Component 2: Comprehensive Care (Rushni, Joyce e Paulo)
12:30 - 2:00pm  - 
Lunch  

2:00–3:00 pm 
Comments, Questions and Answers

 3:00-3:30 pm
Panel Component 3: Information/ capacity building (Berenice, Walter)
3:30 – 4:00pm - 
Coffee Break

4:00 - 5:30 pm
Comments, Questions and Answers

4 October 2009 

9:00 - 9:30 am  
Panel: Component 4:  Observational Research (Susan, Nelio e Frempong) 
9:30–10:30 pm  
Comments, Questions and Answers

10:30–11:00pm  
Panel Component 5: Social Justice (Altair, Frederico e Micheline)

11:00–12:30pm  
Comments, Questions and Answers

12:30 – 2:00 pm  - 
Lunch

2:00-3:30 pm  
Final Plenary 

- Principal agreements  

- Preparation of final document: Sickle Cell Disease Prevention, Treatment and Control: Guidelines for Policy Development 

3:30–4:00pm- 
Coffee Break
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