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“About 369 people are currently known

When bleeding won’t stop &5===

That means more than 90 percent of

| casesmayremain

‘and no one knows why ===

Routine screening does not exist.
| “In many cases, diagnosis only comes
| 8 Wt ooy after a severe bleeding episode,” Dr
. 5 o K ORI i o M I
When a Ugandan family kept losing , X umibe expiains.

|
children to uncontrollable bleeding, bt b
presen
\
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swollen joints, and sudden deaths, 3 but it is not always immediately recog.
there were no medical explanations ;‘ nised. In many cases, the first signs ap-

<5 bleedingdisorderthat remains
largely undiagnosed in Uganda, often
until it is too late.

then. Years later, the mysteryfinally | © ﬁe‘;’glﬁ?n;c;ﬂgm ey
had aname: haemophilia, agenetic | i A cumision.
IR Bleeding that does not stop after small

injuries, frequent nosebleeds, unex-
plained bruising, and swollen joints are
| all early warning signs. In severe cases,
symptoms appear in infancy. In milder

forms, they can go unnoticed for years.
Treatment involves replacing missing
BY BEATRICE NAKIBUUKA clotting factors in the blood, but access re-
Kobusingye's family in Kanun- mains inconsistent.
umm_ childhood n;';m “Factor concentrates are oftert depend-
al1:=lrt=n(l’!usthat i could 3 | entondonations,”Dr Munube says.
:iain. a B ¥ patients receive treatment only wif
| Ayounger brother fell in 1970 and be- thweeylsaslel m bleeding. Preventive
f:deimﬂ:ehml' Anotha-nablgﬂlexotha, In public hospitals,stock-outs are com-
R often sickly and walking with a imp, suf- mon. Families often travel long distanc-
| hedmmmdueedmgm episodes. alnnp,m.- es or wait until bleeding becomes severe
’ ' before help s available. For many trans-
Resilient. father took him to Mulago National Re- ore help is many,

port costs and delayed care worsen out-
comes.

Bety mythand medicine
In communities where diagnosis is de-
| layed, explanations often fill the gap.

“Growingup | ferral Hospital in search of answers and
in Kanungu, | returned home with crutches and adiag-
watched my nosi he could not understand: haemo-

i ieve i or punishment,” unube says.
could explain. believe it, but there were no other an- Sl g ETnie S

For years, swers to hold onto.

neighbours bla- | Thencameanother loss.Atwo-year-old
med witcheraft, | child died after a gum injury that would
but my father not stop bleeding. ;

TS held onto the “We were told it was witchcraft"Kobus-
word he once ingye recalls.“But my father never ac-
heard at hospi- | cepted that explanation.”
tal i- Still, one word lingered in the family’s

memory, haemophilia, though it meant

my grandsons | littleat thetime and explained nothing.
mmgm . | Anursewithunansweredquestions
eoncﬁ&n,l Years later, Kobusingye trained as a
finally have nurse and began working at Kambuga
answers. |now | Hospital in western Uganda. It was there

* speakout so she first heard colleagues mention a

other families bleeding disorder that sounded uncom-
do not sufferin | fortably familiar .
silence orlose “It reminded me of our family”she
children toadi- | “ButIdid not really understand it,and I
sorder that can | didnotpursueit further”

ease”
| These beliefs are not just cultural; they
| are consequential. They delay hospital

Kobusingye’s family lived through this
confusion for decades, caught betw
tation.

Living witht hili
With proper care, people with haemo-
philia can live long and active lives. The
key is early diagnosis and prompt treat-
ment during bleeding episodes.
Doctors often advise basic first aid
3 3 measures such as rest, ice, compg'
s - - g ion, and elevation while seeking medi-
SLOW PROGRESS, 8% i | &2l core Preventing injury mainsaining
UNEVEN ACCESS good nutrition,and regular follow-up are
‘ alsoimportant.

5 if Life moved on. She raised five children, Uganda's response to haemophi- effective requires
m and for a long time, it seemed the past : liahas improved, but unevenly. %m?mmﬁm
i nmtngted had ended with her parents'generation. Two decades ago, only about 15 _ reliable supplies of clotting factor, labo-

in time,” says Ithadn’t. Jane Kobus- months old, bled for more than 36 hours cases were known. Today, more ratory support, and coordinated referral

~Jane Kobu- When her grandson began falling ill re- | ingye’s family followingaminor injuryHetoowasdiag- | ~ than 300 have been identified. systems. These remain limited in many
singye. peatedly the old story returnedinanew | lived for decades | nosed with haemophilia. Treatment centres now exist partsof Uganda.
form. His joints swelled painfully, a sign ; without answers | Today, both boys receive treatment at | ~beyond Mulago, including in
of internal bleeding that went unrecog- | as childrendied | Mulago Hospital, where clotting factoris | Mbarara, Mbale,andLira.The | Diagnosisasaturningpoint
nised for months. Hospitals had no clear ’ fromuncontrol- | administered during bleeding episodes. Haemophilia Foundationof For Kobusingye, diagnosis came too
answers until the family was referred to | lable bleeding — “At first, I thought they were suffering | ~ Uganda has played akey role in late for her brothers, but in time for her
CoRSU Hospital,and then to MulagoNa- | until a diagnosis | alone,”Kobusingye says.“Then we con- |  raising awareness and suppor- grandchildren.
_tional Referral Hospital. I of haemophilia nected with the Haemophilia Founda- | -tingfamilies. “Now we know;”she says quietly “And
ﬁtﬂilg\ﬂa%o, dm wspec%hd haixhno- changed tion of Uganda. Meeting other families Z p because we know;we can act”
= p and ordered tests. When they | everything. gaveushope” Yet the gaps remain wide, ' | Thatknowledge separates generations
=~ asked about family history, Kobusingye | PHOTO/ particularly in rural areaswhere | shaped by silence from those who now
remembered what her father had once | BEATRICE Ahiddennationalburden - diagnosis is rare and treatmentis | haveachanceatsurvival
saxdabthulago,abmxghaapophﬂia, NAKIBUUKA For doctors, Kobusingye’s story isnot |  often unavailable. . For thousands of Ugandan families,
. about brothers whohad died without ex- unusual. W Evenwhere care exists, itishea- | however, the condition remains un-
planation. ¢ Dr Deo Munube,a paediatricianat Mu- |  vily centralised. Most specialised | named, untreated, and often misunder-
A The diagnosis was confirmed. lago National Referral Hospital,says hae- | _services remain concentrated stood. The mystery that haunted Kobus-
“For the first time,” she says,“T under- mophilia remains one of the most un- | in Kampala, leavingmuchofthe | ingye’s childhood is still unfolding in
stood what my brothers had died from.” derdiagnosed genetic conditionsinthe | countryunderserved. homes across the country,waiting for an-
Soon after,another grandson,just eight country, - . | swers,andsometimes,waitingtoolong.
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