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National News 

Ugandalaunchesrnus~do 
sickle cell screening at birth 
Newborn screening 
will now be mandatory 
at birth, and children 
'diagnosed with 
the disease will be 
·followed up to man~ge 
complications such as 
organ failure." 

BY SYLVIA NAMAGEMBE 

TI
e government has rolled out a 

must-do nationwide sickle cell 
screening for newborns to reduce 

. the disease's contribution to Ugan­
da's under-five deaths. 

Sickle cell disease (SCD) remaills a ma­
jor contributor to child death in Ugan­
da, with data from the Health minis­
try showing that 20,000 babies are born 
with the condition ~ery year. 

The figures also show that an es,timat~ 
ed 6,000 to 9,000 of the babies die before 
their. fifth birthday, mainly from pre­
ventable complications. 

Dr Diana Atwine, the Health minis­
try pe~ent secretary, sald theearly 
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Lifesaving Sickle Cell Care Programme is launch~d in Kayunga in 2024. PHOTO/HEALTH MINISTRY 
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screening will enable immediate link­
age to care and prevent deaths caused 
by cbmplications from late detection. 

"We are targeting reducing under-five 
mortality, and children with sickle cell 
disease take a large portion of those 
numbers, which will be worse than HIVI 
AIDS and drain a lot "Of our resources. 
They require constant blood transfu­
sions in competition with other disor­
ders like leukemia,"she said. 

Newborn screening will now be man­
datol}{.at birth, and children diagnosed 
with the disease will be followed up to 
manage complications such as organ 
failure. 

Dr Atwine said the laboratory capaci­
ty has been strengthened, and the rapid 
diagnostic tests (ROTs) similar to those 
used for HIV/AIDS will be used to record 
results immediately on child health 
cards. . 

During the launch at the Ministry of 
Health headquarters yesterday, Dr At­
wine revealed that hydroxyurea, previ­
ously scarce, has been added to the es­
sential medicines list, with efforts un­
derway to ensure it is available ~en at 
lower-l~el health fucilities. 

Hydroxyurea is a crucial oral medica­
tion identified by theWorld Health Or­
ganization as a key disease-modifying 
agent for sickle cell disease. It reduces 
pain crises and blood transfusion needs 
by increasing fetal hemoglobin. 

She added that the National Medical 
Stores (NMS) will begin supplying sickle 
cell ROT kits to public fucilities starting 
February 2026 for free screening, while 
the private sector has been encouraged 
to make testing widely accesSIble. 

"When we do the early screening, we 
link these children to early care so that 
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Mother recounts 
loss of two daughters 
to sickle cell disease 
BY SYLVIA NAMAGEMBE 

KAMPALA. Hope Fortunate Achiro, 
40, a pharmacist, lost two daughters to 
sickle cell disease withinjust two months 
in Noveruber 2Q24 and January 2025. 

Ms Achiro had travelled to India on her 
doctors' advice as her daughters' condi­
tions worsened, spending about a year 
seeking treatment Despite the effort, she 
watched both girls die from the disease 
and its complications. 

"My two daughters were always in un­
imaginable pain. Blood transfusions, ox­
ygen, and leu adntissions became the 
norm for them and could not engage in 
any physical activity.Their education was 
so adversely affected that Gloria, at 16 
years, was only in Primary Five,held back 
by sickle cell disease,"she narrates. 

Ms Achiro says the emotional toll of 
watching her children suffer was dev­
astating. One of her daughters lost her 
speech a II).onth before she died, while 
the older told her she was "tired and 
wanted to go" shortly before losing con­
sciousness. 

earing for the two chronically ill chil­
dren reshaped Ach:iro's career and fumi­
lylife. 

"I used to leave the hospital, shower, go 
to work in Entebbe, then return in the 
~ening because if one clilld wasn't sick, 

• theotherwas,"shesays. 
. During the year spent in India,Ms Achi-

1'0 exhausted her sick leave and ~tual­
ly lostherjob: 

"Sickle cell disease will test yoUr love 
and your fumily dynamics. Social ~ents 
became a luxury because my priority 
was always hospital care." 

The financial burden 
Beyond the emotiona,l pain, the finan­

cial burden was overwhelming. Ms Achi-
1'0 says medical bills exceeded Shs10 mil­
lion per month, and treatment in India 
cost about Shs1 billion, forcing her to ex­
haust her sick leave and ~entually lose 
herjob. 

"My medical bill was over Shs10 million 
~month.InIndia,lspentaboutShs1 
billion on treatment. Half of the funds 
came from government support, while 
the rest was raised through public contri­
butions,"she adds. 
'Ibda~Achiro is using her experience to 

call for greater awareness and prevention 
of the disease. 

"Sickle cell may have taken my daugh­
ters, but it turned me into a fighter to 
make sure no child and no parent goes 
through what we did. It is so absurd 
that someone like me who has a medi­
cal background with both parents being 
medical professionals failed to give a pri­
oritytothis disease test:ini"she laments. 

She beli~es the disease can.be drasq-
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cally reduced through widespread test­
ing <n:ld raising awareness. 

"We can win this fight in 1{) years or 
less. It is cheaper and easier to fight 
thanHIY,malaria or TB.ltjustrequires 
awareness and action. 1b the ladies,let 
love not make us blind and not screen 
for this disease that can cost our future 
happiness. Look at me, at my age, with 
no more children." 

Ms Achiro challenges the govern-

Medical bill. 
"My medical bill 
was over Shs10 
million every 
month. In India, 
I spent about · 
Shs1 billion on 
treatment. Half 
of the funds 
came from 
government 
support, while 
the rest was 
raised through 
public contribu­
tions. Sickle cell 
may have taken 
my daughters, 
but it turned 
me into a 
fighter to make 
sure no child 
and no parent 

. goes through 
what we did ... " 
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lost two daugh­
ters to sickle 
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ment to strictly enforce teenagers and 
adults testingto curb the siCkle cell bur­
den. 

"Schools, universities and religious in­
stitutions should make sickle cell test­
ing a requirement just like HIV test­
ing before marr'.age. Early testing is the 
most powerful tool to prevent such a 
heartbreak as I suffered." 

ABOUT SICKLE CELL 

Sickle cell disease is an 
inherited blood disorder 
causing red blood cells to 
become sickle-shaped,-Ieading 
to severe pain "crises;' strokes, 
and high mortality. 
At least 80 percent ofthe 

cases occur in sub-Saharan 
Africa. 
New treament methods· 

include gene-editing (Crispr) 
and cures. 

Challenges include stigma, 
lack of awaren'ess, and the 
need for more blood jjonors. 

Facts about sickle cell: ~ 
Symptoms &'Impact: Causes 
excruciating, "stab-like" pain 
crises; severe fatigue, anaemia, 
and high.risk of strokes, with 
many affected individuals in 
Africa dying before age five. 
Global burden: Nigeria has 
the highest population of 
individuals with the condition, 
and about 300 babies are bOrn 
with it in the UK annually. 
Treatment &. cures: It is 
historically managed with blood 
transfusions. 


