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Temains a silent

-

Why nodding
syndrome

killer in Pader

- BYGEOFFREY OYET OKWERA
Agnes Laker faced relentless hard-

ship in her effort to keep one of |
her sons alive after he was d.tag-

nosed with nodding
. Pader District,Northern Uganda.
Despite her limited resources, emo-

- tional strain, and the heavy burden of |

. caregiving, she remained determined |
. drome.Whilethe large-scale outbreak

: of the early 20005 has been largely
contained, the condition is still preva- |

ito protev:t her child from the devastat-
: condition.
l.a](er dedicated herselfto caring for

: guarded him from i u'uunes during his
| frequent noddingep

: . cal services. Many children continue
to suffer from irreversible neurologi-
cal damage, underscoring the lasting -

. her son every day.She monitored his |
selzu:es fed him when he could no :
i longer eat independently, and safe- :
i that some _patiems die within their -

impact of nodding syndrome.

Deaths beyond health facilities
Laker's story reflects the struggles

: faced by families across northern

Uganda who continue to deal with
the long-term effects of nodding syn-

lent in affected communities.

gagura Health Centre 111, confirms

before they can access

- became both ashelter and a clinic, as
| shemanaged her son's illness with it-
: tleexternal support.

i- The disease not only threatened her |

: son's life but also imposed immense

. psychological and financial stress on |

f the entire family.

She recalls a heartbreaking moment :

More than two decades after the first cases were reported in
northern Uganda, nodding syndrome continues to cast a long
shadow over Pader District. While no new infections are being
recorded, families are still losing children, often before reaching
medical care, exposing gaps in access, reporting, and long

treatment.
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- when her son's condition

. Increased

- ly worsened, prompting her to rush

| could reach the facility.

Her experience reflects the painful
-term : reality many fzmilies in the commu

| nity face, where caregivers often must

. travel long distances to access medi

[ uner

him to Angagura Health Centre ITin -
- Pader District, Despite her determi- |

. nation, he passed away before they i
. - Information provided by Godfrey |

-2z« lli alde )91y rodw anm threys

hestates.
Delayed medical assistance

_Ochaka, the executive director of Pi-

fth

Dr Charles Omara,a clinician at An- |

medical care. He highlights that lim-
ted access to anti-epileptic medica-

: tions and supportive treatments com-
plicates the management of the dis-

“We have reached out to Gulu Re-
: gional Referral Hospital to strength-
en the supply of essential medicines. :

ilability should help im- .
prove outcomes for these children,” |

: mar Charity Foundation Uganda (PIC- :
FUG), indicates that at least four chil- |
dren have died from nodding syn- :

By the end of
the last financia)
yearinJune

. 2025, Pader
- District had

recorded a tota)
0f1,359 cases
of nodding Syn-
drome, including
562 severe
cases. PHOTOS/
FILE
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gimitar were first des-
n’“"l:l'rgnzaﬂlﬂ and
erbO uring regions in
19608, Jong before
%ndars its
cases. In northern
U e
st ]
;ur‘::"’h“dm" affocted

rod between 1997
and2000; primarily
in Kitgum and nearby

aroas:

2000s,
D"?‘mdeig?:cmsad
oAt um, Pader, and
in® o districts, mostly

hvestl ted hundrods
, raising alarms
:;oc::ﬁs scale of the

prahhﬂ'l-

n2010and
gs:ma intsrnatipnal
sciontific community
began formal studies of
ein Uganda,
ucting multi-disci-
inary field investiga-
f;l‘;nnﬂn 2012, the first
I"temuuonﬂl maobng on
nodding syndrome was
heldin Kampala, where
ed on stan-

5:?3 case deﬁr]i:‘.iuns and
research priorities,

©; 2013-2014, reported
cases peaked, with large
surveys confirming more
than 3,000 affected
children innorthern
Uganda. Control efforts,
including blackfly mana-
gement and mass ivor-
mectin distribution to
combat river blindness,
coincided with a decline
innewinfections.

From 2015 onwards, offi-
cial records indicate that
northarn Uganda has not
recorded new infections,
althoughmany children
continue to live with the
long-tarm neurological
effects of the syndrome.
Families in districts such
as Pader still face the
ongoingchallenges of
caregiving managing
seizures, and navigating
limited access to treat-
ment and support.
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Ministry of Health, clarifies that the  been fully supplied. | urge

_ routine distribution of essential med-
icines to health facilities is ongoing
nationwide. He explains that the pro-
curemnent and supply of medicines
are managed by the National Medi-
. cal Stores (NMS), and health facilities
need to coordinate with NMS to re-
ceive their stock.

Sheila Nduhukiire, principal pub-
lic relations officer at NMS, confirms
that medicines for nodding syn-
drome are available. She notes that
ongce districts place their orders,deliv-
eries are processed within 24 hours,
with minimal logistical constraints.
"This is a matter of ensuring proper
coordination between districts and
NMS. Once the request is made, med-
icines are delivered promptly,” Ndu-
hukiire stated. '

Dr Benson Oyoo, the district health
officer for Pader, confirms that the
four recently reported deaths did not
occur at public health facilities. He en-
courages communities to seek time-

and caregivers to visit hea
ties to collect their medicat
drugs help control seizure
prove quality of life,” he stat

Delayed health-seeking 1
poses a significant challeng
caregivers tend to wait
tions worsen before seek
cal help. For hundreds of £
against the irrever
ng syndrome cont
the silence surrounding «
deaths remains a heavy b

Ahistorical perspectiv
Nodding syndrome is
East Africa. Similar ill:
first described in Tan:
19603, before Uganda rep
cases. Retrospective stc
that the earliest affecte
northern Uganda appe
1997 and 2000, primat

and nearby areas.
Cases increased steac

i

~ Innorthern Uganda, retrospective studies suggest that the earliest children affected
appeared between 1997 and 2000, primarily in Kitgum and nearby areas.

drome-related complications in the past
three weeks. Many deathsreportedly ocour
in the community and may go unreported

- athealth facilities, making documentation

and timely intervention challenging,
However, health officials caution against
attributing all neurological deaths to

' nodding syndrome. Dr Samson Ocaya,
* the in-charge of Angagura Health Cen-

tre 1L, emphasises that some children ex-
* hibiting nodding-like symptors may suf- -
+  fer from other serious conditions,such as
malaria or other neurological illnesses.
“This child could have died if they had

. not been brought to the health facility

in time. Unfortunately, many deaths are
. _sometimes incorrectly attributed to nod-

. ding syndrome when treatable illness-

1 syndmmem Pader District. However,Em-  Pader District by the National Medi-
. manuel Ainebyona, spokesperson for the - cal Stores (NMS).*Carbamazepine has ~ remainsontt

Pader,and Lamwo du
2000s, mostly among
five to 15. By 2007-2
were affected, pron
al and international
veillance investigatis
umented hundreds
alarms about the si
lem.

From 2010 onwar
nary studies and in
ings helped stand
nitions and resea
2013-2014, large ¢

ly medical attention for any child dis-
playing neurological or febrile symp-
toms.

By the end of the last financial year
in June 2025, Pader District had re-
corded a total of 1,359 cases of nod-
ding syndrome, including 562 severe
cases, Although no new infections
have been reported, hundreds of chil-
dren continue to live with the long-
term effects of the disease.
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es are the actual cause,” says Dr Ocaya. He g
advocates for an integrated treatment ap-_ Thelingeringburden
proach that addresses nodding syndrome ~ Nodding syndrome impacts the
alongside other underlying health condi- nervous system in a way similar to  more than 3,000
tions. polio, leading to irreversible neuro-  Control efforts, i
Currently, Angagura Health Centre 111 - logical damage. Health workers are  management an
sees between 75 and 130 patients dai- ~ focused on providing long-term treat- ~ distribution, con
ly, with numbers rising above 230 dur- = ment and supportive care, utilising  in new infection:
ing the rainy season due to anincreasein ~ anti-convulsant medications suchas ~ Although nortl
malaria cases. Health workers warn that . carbamazepine to manage seizures. - recorded new it
the growing patient load is straining staff, = However, sodium valproate, anoth- = families in distr
medical supplies,and service delivery. - er commonly used anti-seizure med- = face challenge
ication, has not been supplied by the = navigating lim
Thedrugsupply question © government. " and Euppnnin
Concerns have been raised about al- | Dr Oyoo expresses optimism after  the disease’s l
leged shortages of medicines fornodding . recent deliveries of medications to  impact. Nodd
longer be spr
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