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THE ARISE PROJECT

ARISE is a research project funded by the EU in the
framework of the H2020-MSCA-RISE-2018 programme Led
by Fondazione Gianni Benzi and the Guys and St Thomas’
NHS Foundation Trust in London. It is established as an inter-
agency and multidisciplinary staff exchange programme within
the EU institutions (ltaly, France, UK and Cyprus) and non-EU
(Nigeria, Lebanon, Kenya, Angola, Zambia and USA)
countries to share best practices in newborn screening,
diagnosis and treatment of sickle cell disease (SCD)



WP2 - Implementing eHealth technologies to support a Newborn
screening programme in African countries and Lebanon

The main objective is to facilitate the implementation of the project
through eHealth technologies.

WP3 - Improving laboratory diagnostics and quality assurance
systems for population screening

The main objective is to improve the quality and capacity of laboratory
diagnostic testing services in relation to the diagnosis, treatment and
monitoring of SCD.



AHMADU BELLO UNIVERSITY (ABU) AS
PARTICIPATING INSTITUTION

ABU is the pioneer and the largest university in northern Nigeria and it is among
the 5 universities that participated in the ARISE project.
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Design and implementation of a Sickle Cell Disease Electronic Registry in a mited resources
setting In Nigeria
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Electronic registry !ii [ un||1ed system that uses observational study methods to collect uniform data to evaluate specified

outcomes for patients and that serves one or more predetermined scientific, clinical or policy purposes,
It comprises electronic data collection facilities, tools, dtabase and data management mechanism with analysis and reporting
templates.

o design and implement ER for Sickle
Cell Disease (SCO) In Ahmadu Bello
University Teaching Hospital (ABUTH)
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RESULTS

Dataof 2659 sickle cell patients was ncluded Inthe ER 698 (26.3%) were
adults and 1961 (73.7%) were children, Therewere 287 (41%) male amang the
adults, 404 (58%) female and 7 (1%) patient's gender not recorded,
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19th Annual Sickle Cell & Thalassaemia Conference
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BACKGROUND METHODS REFERENCES

Use of Hydroxyurea (HU)
can improve the health condition of
about 300,000 individuals born each

year with sickle cell disease (SCD) in sub-

Saharan Africa, particularly in Nigeria
which has the largest population of
people living with SCD. This study was
conducted during an African Research
and Innovative initiative for Sickle cell
Education (ARISE, EC GA No 824021)
staff exchange programme.

AIMS
To determine the use of HU
among paediatric SCD patients
reported at clinic visits at Ahmadu Bello
University Teaching Hospital, Zaria,
Nigeria from 2014 to 2022.
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We reviewed records of paediatric SCD patients in our
paediatric registry and extracted the records of HU
usage among paediatric SCD patients reported at clinic
visits using structural query searching.

RESULTS
Data of 1961 SCD paediatric patients was retrieved
from the registry.1041 (53.1%) were male children, 906
(46.2%) female and 14 (0.7%) gender not recorded. 280
(14.3%) children were using HU and 1248 (63.6 %) not

using it. There was no record about using it or not
among 433 (22.1%) of the children.

CONCLUSION
There is low use of HU among paediatric SCD patients
in our institution despite its importance in improving
the health condition of SCD patients. We do not know
whether the low use of it is due to lack of availability,
affordability, accessibility and adherence, hence the
need for more studies to determine the cause.

This study has been conducted within the
African Research and Innovative initiative for Sickle cell Education

that has received
research and
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CONCLUSION

Clinicians, scientists and patient advocates are working
day and night with collaboration, communication and
commitment to see that people living with SCD have the
quality of care they deserve, such that they can have
quality of life, ARISE has empowered us with
knowledge and skills to properly manage SCD in
different capacities, this would not have been possible
without MSCA.



