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Managing life with sickle cell

: folic acid daily and take fan-
: sidar, threein amonth anddo
: multivitamins every day. There
: are many medicines you have
: touse,”she continues.

BYTONNYABET

WAKISO. Tracy Katusiime,
22, a teacher from Wakiso Dis-
trict was born with sickle cell
disorder. She says she takes

medicines each day due to the
condition.
“My parents got to know my

statuswhenIwasfiveyearsold. :
: likehydroxyureatostopthecri-
: ses(pain episodes). Iremember :
: when1was still young whenev- :
: erIwasplaying, theywould tell
: me not to laugh too much, and
: ifTwas crying, they would also :
: tellmetostopcrying”
Nsambya and then they went :
: has affected her academic per-

That’s when I started experi-
encing episodes,” she narrates.
“But before, I didn’t experience
the symptoms of sickle cell. I
did not have yellow eyes.”
Katusiime recalls they first
took her to St Francis Hospital

toMulago Hospital.

“They (my parents)tookmeto :
Nsambya Hospital, but it [the :

pain] persisted. Then I was tak-
en to my mother’s family doc-
tor. So, it is this doctor who told
my mother that Imight be hav-
ingsickle cell > shesays.

“The doctor advised my moth-
er to take me to Mulago [Hospi-

time, it was very hard for my
mother so she gave me to my
aunt. It’s my aunt who took me

and they found I had it,” she
adds.
When the results came out

mediately.

“It took me like two years and

: I was now in Primary Two,
: thatis when I got to know that
: it was sickle cell [disease], Ijust
: thought it was being special...

: they would limit me from play- :
: ing with my friends and by
at least two different types of :

then we didn’t have medicine,

: we only had folic acid, there
: wasnothinglike hydroxyurea,”
: sherecalls.

She addd: “There was nothing

Katusiime says the disorder

formance. =
Shealsosays the pain episodes

: have serious emotional and
: mental health effects. Howev-
: er, she notes that with the in-
: troduction of hydroxyurea, the !
: pain episodes have mgmﬁcam :
: ly reduced, improving her pro- :
: ductivity at work and general
le cell [disease] meant at that :
: pital clinic in 2008. By then, at
: Mulago, they would give us di-
: clofenac and folicacid. Bytright
to Mulago [Hospital] for the test :
: you can take even a year with-
¢ out getting into crises/pain ep-
: isodes,” shereveals.

they didn’t reveal it to her im- :

“IstartedgomgtoMulagoHos—

now, we have hydroxyurea,

“Tamtakingtwo hydroxyurea

 tablets daily, and I have to take::

“Hydroxyurea is so good; I

: have been using it for six years.
: Thave not had any of those se-
: rious side effects. It is not like
: panadol that they give you
: when théreisaheadache. Here,
: they first test your liver and
: your kidneys tofind out if they

canmanageit,” she adds.
However, she says access tohy-

: droxyurea is still hard for peo-
: ple upcountry and that sensi-

tisation is not focusing on the

: right people amid a lack of so-
: cial support for the persons liv-

sqesessesansanansey

“Some people still buy hydroz-
yurea at Shs3000 yet in Kam-
pala it is Shs800. Why doesn’t
the government fix the price

: at Shs500 to make everyone ac-

cess? We are doing newborn
screening for sickle cell but

: their main target is on mature
: people. Let them put more fo- _
! cusonyoung peopletosensitise
: them so that they do not pro-
: duce children with sickle cell.
: Most of the decisions about re-
: lationships and sex are made
: in school, let them go to school
: and sensitise and screen them
: before they fall into the ditch.

: We are very neglected,”
sayss-tae oisis i

she



