
WHAT  IF comprehensive care for SCD 
patients was in place everywhere?



Newborn screening was 
universal

https://msdh.ms.gov/msdhsite/_static/resources/4504.pdf

http://pubs.acs.org/subscribe/archive/mdd/v05/i04/html/04willis.html

LAB

WHAT  IF ?



Sickle Cells

Sickle cell disease is an inherited problem of red blood cells that causes 
• attacks of severe pain
• silent damage to multiple parts of the body 
• anemia
• low resistance to some infections
• risk of early death

Photomicrograph from Lewis Hsu, MD, with permission

WHAT  IS Sickle 
Cell Disease ?



Build Capacity

50 % survival in LMIC

over 95 % survival in 
high-income countries



Sickle cell gene frequency – Piel et al. 20 Nature Communications volume 1, 
Article number: 104 (2010)



Our vision
Optimal = 

newborn screening plus + 

comprehensive care



African Research and Innovative Initiative for Sickle Cell Education 

Project.

Long-range goal: build capacity for comprehensive care 
for Sickle Cell Disease in Sub-Saharan Africa through 

international collaboration 



Sub-Saharan Africa has 85% of the 
world’s babies with sickle cell disease



Project Objectives

•To establish an interagency and multidisciplinary staff 
exchange programme across institutions in EU 
member states and non-EU countries 

•To share best practices in Newborn Screening, 
diagnosis and treatment of Sickle Cell Disease (SCD) 
leading to improvement in overall disease outcome

•To study patient cohorts through the establishment of 
patient database, registries and biorepositories 

The long-range goal is to build capacity for comprehensive care 
for Sickle Cell Disease in Sub-Saharan Africa through international
collaboration. 



ARISE Work Packages

WP1- Scientific 

coordination and project 

management 

WP2- Implementing 

eHealth technologies 

to support an NBS 

program in African 

countries and 

Lebanon 

WP3- Improving 

laboratory diagnostics 

and quality assurance 

systems for 

population screening 

WP4 – NBS for SCD, 

screening for 

neurocognitive 

complications, clinical 

care and antibiotic

Prophylaxis

WP5 – Enhance SCD 

mgt through training in 

molecular diagnostic 

techniques and Genetic 

Counselling and 

performance of 

epidemiological and 

genetic research 

WP6 - Training and 

support for clinical 

research 

WP7 - Dissemination 

and Communication

WP8 - Ethics 

requirements 



This involves research staff exchange between 9 European 

Union (EU) institutions interacting with non-EU countries-US, 

Lebanon, Kenya & Nigeria. 

Through work package tasks, staff on exchange visits 

(secondments) will evaluate:

• the prevalence of SCD among populations; 

• identify SCD specific genotypes and phenotypes; 

• study existing NBS and early infant screening; 

• study engagement with patients, communities especially 

mothers and policy makers to determine barriers to NBS;

• establish laboratory diagnosis and quality assurance 

systems for population screening.

Methods



The multi-directional exchanges will 

• foster new partnerships and cooperation between 

Africa, Europe and USA on SCD

• build capacity towards sustainable improvement in 

health-related outcomes in SCD

• work with policy-makers in Africa to examine the 

effectiveness of a community-based approach 

• use implementation science to understand the 

local context and health systems for SCD.

Conclusions
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