S1ckle cell dlsease
Mandatory newborn
screening is a milestone

ganda has marked a ma-
jor public health mile-
stone with the launch of
amandatory national
newborn screening pro-

' gramme for sickle cell
disease; a transformative inter-
vention aimed at saving lives
and strengthening the future
of the country’s children.

This progress has been driv-
en by sustained leadership and
collaboration within the na-
tional health system, particu-
larly by the Ministryof Health,
the National Sickle Cell Pro-
gramme Office,and other tech-
nical and diagnostic institu-
tions.Updated national guide-
lines introduced in 2025,along-
side the establishment of ana-
tional sickle cell registry and
the Sickle Cell Health Passport,
have improved standardiza-
tion of care, patient tracking,
and coordination across health
facilities. -

Another key achievement
hasbeen the decentralisation
of services through the crea-
tion of more than 10 regional
Centres of Excellence for sick-
le cell care. Previously, fami-
lies depended heavily on cen-
tral referral hospitals, but the
new centres now allow chil-
dren and families,especial-
lyin high-burden regions such

The success of
this initiative de-
pends on collec-
tive action from
policymakers,
health workers,
parents, cultural .
leaders, and civil

asnorthern and east-central
Uganda, to access specialised
care closer to home. Addition-
allyintegrating sickle cell man-
agement into Non-Commumni-
cable Disease (NCD) services
has strengthened service deliv-
ery at regional and district lev-
els,ensuring continuity of care
throughout a patient’s life.
Diagnostic capacity has also
improved through innovative
approaches such as the hub
rider sample transport mecha-
nism,which efficiently moves
samples from lower-level fa-
cilities to regional and Kam-
pala laboratories for confirm-
atory testing. This system has
reduced turnaround times

and demonstrates how re-
source-limited settings can op-
timize service delivery through
innovation. With the introduc-
tion of the point of care Ga-
zelle HB electrophdresis ma-
chine from Nicosam Health
care Uganda limited,and Rap-
id Diagnostic device from Mir-
coheam scientific across health
facilities in Uganda, more peo-
ple will get to know their sickle
cell status in a timely manner
Access to treatment has like-
wise improved, particularly
with the increased availabil-
ity of Hydroxyurea in public
health facilities. ;
This has led toreduced pain
crises, hospital admissions,and
complications among patients.
Growing advocacy and aware-
ness efforts by civil society or-
ganisations,including Cathe-
rine Phil Sickle Cell Support In-
itiative, have contributed toa
cultural shift toward early test-
ing,informed health decisions,
and better community under-
standing of the disease.
Despite these advances,s1g~
nificant challenges remain.
The high disease burden con-
tinues to strain the limited
number of trained hematol-

. ogists and specialized clin-

ics,particularly in rural areas.
Blood transfusion shortages
persist,even though sickle cell
patients consume nearly 30
percent of the national blood
supply, affecting timely treat-
ment for severe anaemia and
stroke prevention.

The cost of comprehensive
care also places a heavy finan-
cial burden on families, often
consuming 20-30 percent of
household income, especially
in rural communities. Cultur-
al stigma and misconceptions,
including beliefs linking sickle
cell disease to curses or witch-
craft, further hinder early di-
agnosis and proper care.More-
over,a growing transition gap
exists as more children now
survive into adulthood but
struggle to access specialised
adult sickle cell services.

Mandatory newborn
screening is therefore essential
for improving survival,
reducing complications,and
enhancing quality of life.
Earlyidentification enables
immediate preventive
care,parental education,
prophylactic treatmént,
and regular follow-up.
Beyond medical benefits,
the programme represents a
national investment that will
reduce childhood mortality,
lower long-term healthcare
costs,and foster healthier
communities.

Ultimately, the success of this

- initiative depends on collec-

tive action from policymakers,
health workers, parents, cultur-
al leaders, and civil society. _
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