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Sickle cell disease: 
Mandatory newborn 
screening is a milestone 

U 
gandahas marked a ma-
jorpublicheruthrnil~ 
stone with the launch of 
a mandatory nationru 
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
tionru health system,particu­
larly by the Minist:ry..vfiiealth, 
the Nationru Sickle Cell Pr0-
gramme Office, and other tech­
nicru and diagnostic institu­
tions. Updated nationru guid~ 
lines introduced in 2025,ruong­
sid~ the establishment of a na­
tional sickle cell registry and 
the Sickle Cell Health Passport, 
have improved standardiza­
tion of care,patient tracking, 
and coonlination across health 
facilities. 

Another key achievement 
has been the decentralisation . 
of services through the crea­
tionofmorethan 10regionru 
Centres of Excellence for sick­
le cell care. Previously,fami- . 
lies dePended heavily on cen­
tral referral hospitrus, but the 
new centres now allow chil­
dren and families, especiru-
ly in high-burden regions stich 

The success of 
this initiative de­
pends on collec­
tive action from 
policymakers~ 
health workers, 
parents, cultural 
leaderS, and civil 
society. 
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as northern and east-central 
Uganda, to access speciilised 
care closer to home. Addition­
aily,integrating sickle cell man­
agement into Non-Communi­
cable Disease (NCO) services . 
has strengthened service deliv­
ery at regionru 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 regionru and Kam­
prua laboratories for confinn­
atory testing. This system has 
reduced turnaround times 

and demonstrates how~ 
sourc~limited settings can op­
timize service delivery through 
innovation. with the introduc­
tion of the point of care Ga­
zelle HB electropMresis ma­
chine from Nicosam Health 
care Uganda limited, and Rap­
id Diagnostic device from Mir­
cohearn scientific across health 
facilities in Uganda, more peo-

- pIe will get to know their sickle 
eel! status in a $lely manner 

Access to treatment has lik~ 
wise improved,particularly 
with the increased availabil­
ity ofHydroxyurea in public 
health facilities. . 

This has led to reduced pain 
crises,hospiWadmissions,and 
complications among patients. 
Growing advocacy and a~ 
ness efforts by civil society or­
ganisations,including cath~ 
rine Phil Sickle Cell Support In­
itiative,have-contnbuted to a 
cultural shift toward early test­
ing,informed health decisions, 
and better community under­
standing of the disease. 

Despite these advances,sig- . 
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 3Q . 
percent of the nationru blood 
supply, affecting timely treat­
mentfor severe anaemia and 
stroke prevention. 

The cost of comprehensive 
oore also places a heavy finan­
ciru burden on famili~,often 
consuming 20-30 percent of 
household income,especiruiy 
in rural communities. CUltur­
ru stigma and misconceptions, 
including beliefs linking sickle 
cell disease to curses or witch­
craft, further hinder early di­
agnosis and proper care.Mo~ 
over,a growing transition gap 
exists as more children now 
survive into adulthood but 
struggle to access speciilised 
adult sickle cell services. 

Mandatory newborn 
screening is therefore essentiru 
for improving survival, 
reducing complications, and 
enhancing quruity of life. 
Early identification enables 
immediate preventive 
care,parenWeducation, 
prophylactic treatmtfut, 
and regular follow-up. 
Beyondmedicru benefits, 
the programme represents a 
nationru investment that will 
reduce childhood mortruity, 
lower long-term heruthcare 
costs, and foster healthier 
communities. 

Ultimately,the success of this 
initiative depends on collec­
tive action from policymakers, 
health workers, parents, cultur­
ru leaders,and civil society. 

I Daniel Roy Odur, Executhe Director, CatherIne Sickle Cell Support I~. 
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When journalists, lawyers 
hold hands in neWSrOOIllS 

J 
ournruism gives its practitioners a lot 
ofleeway in communicating infor­
mation to their" audiences. They can 
write about everything and anything 
about anyone and get away with it re. 
cause freedom of speech,freedom 

of thought, and freedom of expression are 
guaranteed by the law in most places of the 

. world. 
Butjournruists are not as free as a bird in 

the air! ~ere are limitations to what they 
can write or broadcast under the laws of 
defamation (libel and slander),nationcil ~ 
curity,public decency,etc. 
Because the line between freedom and lim­
itations is sometimes thinjournruists and 
lawyers come to a point of convergence. 
Journruists stretching the frontiers offree­
dom and lawyers protecting them by argu­
ing their cases or keeping them within the 
boundaries of the law. 

That's why many media houses have in­
house and "out-house"lawyers. The former 
are to help thejournruists navigate the l~ 
gru minefields as they work on stories,while 
the latter are the armour that fights it out 
in ~e courts or at police stations whenever 
journruists are in trouble with the law (read 
the State) . . 

In addition to lawyers in the direct em-
. ploy of media houses, there are also a myr­
iad ofnon-governmenW organisationro­
tating around lawyers to advocate for m~ 
dia freedom and to protectjournruists from 
politics and politicians. These moffiy offer 
pro-bono services to journruists as individu­
als or whose media houses do not have the 
deep pockets to fight the State or corporate 
power in the courts oflaw. 

JournaUsts tend to feel 
that lawyers see too much 
risk in stories that liste­
ning to them would 
le<;tve most stories 
unpublished. 

The importanc~ of this relationship is well -' 
. recognised. However,it is not ruways with­
out friction.Journruists tend to feel that law­
yers see too much risk in stories that listen­
ing to them would leave most stories un­
published Lawyers, on the other hand, see 
journruists as possessing a reckless streak 
to the point that ifleft on their own, they 
would get themselves - and their media 
houses - into trouble, thus losing money 
and creating unnecessary disruption to the 
business . . 

So how shouldjournruists and lawyers 
navigate this delicate relationship to en­
sure mururu benefit, and most important of 
all, to ensure audiences are not locked out 
of information? Ifound very interesting 
thoughts on this topic from veteran US jour­
nruist Richard J. Tofel,publisher of Second 
Rough Draft, "a newsletter aboutjournru­
ism in our time, how it (often its business) is 
evolving,and the challenges it faces". 
The article was published online on Janu­
ary 22, titled "Let's truk about the lawyers: 
How they can help newsrooms, and behav­
iours to avoid".I picked out his two broad 
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perspectives on what lawyers should do 
more and less of. Below, excerpts: 

The dos: "The first and most important job 
of anewsrOOmlawyer,orevenjust a lawyer 
representing a newsroom in another role, 
is to facilitate getting materiru published. 
This is a simple but critical point. The object 
is not to eliminate all risks and avoid all p0-
tential pitfalls. 
Advising about how one might achieve 
those goals are lawyerly tasks, to be sure, but 
publishers are in the business ofpublishing, 
and the best la:wYers never for a minute for­
get this.~publication review of stories,for 
. instance, should not be an exercise in taking 
things out of stories, but offiguring out how 
to let editors,reporters,and producers share 
with readers,listeners, and viewers what 
they have learned." 

The don'ts: "Thejob oflawyers is to advise 
clients, who must be the decision-makers . 
Clients have a broader view of more than 
merely legru issues, or at least they should. 
There may be risks they choose, on bruance, 
to run- stories to publish, statements to 
make in the interest of transparency or staff 
cohesion or garnering reader loyruty, even 
sometimes corners to cut. 
It is decidedly not thejob oflawyers to 

scare clients out of making these choices, 
and fartoo often over the years,I have seen 
lawyers who,in their zeal, get confused 
about this.It is also important for lawyers 
to stay in their own lane unless and until 
invited out of it. .. Not unrelatedly,lawyers, 
who are trained to spot potentiru risks,need 
to be careful not to overstate the likelihood 
of their occurring." 
What is your experience as a newsroom 
lawyer or editor wruking this space 
together? 

I Send your feedback/complaints to public­
editor@ug.nationmedia.com or caJVt8xt 
on +256 776 500725. WhatsApp +256 752 
500725 

1111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111111 11111 11111 11 111 11111 11111 11111 11111 11111 11111 Iii I 11111111111111111111111111111111111111111111111111111111111111111111111111111111111111 

Effective inf~nnation security leadership is key 
n Uganda's rapidly digitising economy,in­
formation security~ no longer a back-of­
fice function delegated solely to IT teams. 
It has become a strategic leadership im-

peratiVe. In an era defined by escruating da­
ta breaches,privacy violations and sophisti­
cated cybercrime, effective leadership is the 
cornerstone of a resilient and trusted infor­
mation securityftamework 

The financiru impact ruone is sobering.Ac­
cording to the 2024 Annuru Police Crime R~ 
port, Ugandans and businesses lost more 
than $272m(Shs958b)tocyberfraud and 
bank-related scams in 2024. 

Against this backdrop, leadership must 
rise above o~j:ionru oversight and em­
brace information security as a core govern-
ance responsibility. . 

A robust information security foundation 
must be delIberately constructed. This in­
cludes adopting internationruiy recognised 
standards and best practices such as ISO 
27001, the NISI' CybersecuI'ity Framework 
and data protection principles aligned with 
Uganda's Data Protection and Privacy Act. 
These frameworks are not symbolic certifi­
cations. They are structured mechanisms 
for identifying risks,protecting criticru as­
sets, detecting threats,responding effectiv~ 
ly and recovering swiftly. 

The Cyber Risk Management Directiv!; is­
sued by the Bank ofUganda in 2024 marked 
a decisive shift in accountability. Cybers~ 
curity oversight is no longer ari.implied 
responsibility.It is.explicitly assigned to 
boards of supervised financiru institutions. 

This regulatory development places lead­
ership at the centre ofinstitutionru cyber ~ 
silience.Boards are expected tO,among oth­
erthings; endorse comp~nsive cybers~ 
curity risk and resilience action plaris,prior-

Recovery from a destruc­
tive cyber incident is not 
improvised. It is 
engineered in 
advance. 

. catherine SWire 
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itise governance structures,awareness pro­
grammes and recovery maturity,mandate 
. quarterly cybersecurity and data privacy 
reporting and integrate cybersecurity key 
performance indicators into executive per­
formance scorecards 

Effective information security leadership 
requires a risk-based mindset.Leaders must 
understand the organisation's risk expo­
sure, the vruue of its information assets and 
the potentiru financial,reputationru and 
regulatory consequences of a breach. 

Risk appetite and tolerance are shaped 
at senior management level. Decisions on 
whether to invest in preventative controls, 
advanced monitoring tools,cyber insur­
ance or larg~scale recovery infrastructure 
are strategic financiru choices. They directly 
determine the scale of damage when an in­
cident occurs. 

. Leadership that underestimates cyber risk 
does not reduce cost It defers it, often at a 
significantly higher price. 

Representation of information securi-
ty at board level is no longer optional. The 
modern ChiefInformation Security 0f­
ficer serves as a strategic advisor, translating 

complex technicru risks into business lan­
guage that resonates in the boarctroom. 

An empowered CISQfacijitates a struc­
tured bottom-up flow of information on 
emerging threats, vulnerabilities and inci­
dent trends. At the same time, they ensure 
top-down communication of strategic deci­
sions to operationru teams. This alignment 
strengthens institutionru coherence and ac- . 
countability. 

More importantly, the CISO provides da­
ta-driven insights linking security posture 
to brand reputation,regulatory exposure, 
investor confidence and business continu­
ity.In doing so,cybersecurity becomes in­
tegrated into enterprise risk management 
rather than isolated as a technical silo . 

Leadership support is critical in mappmg 
and understap.ding technologicru assets . 

-that underpin core operations. Many organ­
izations operate with fragmented visibility 
of their infrastructure, third-party depend­
encies and data flows. 

True resilience demands investment in; 
secure system architecture and network 
segmentation, continuous threat moni­
toring and intelligence'capabilities,robust 
backup strategies with offline and immuta­
ble backups,large-scrue recovery and re­
build capabilities,regular threat-led pene­
tration testing and scenario simUlations.R~ 
covery from a destructive cyber incident is 
not improvised.It is engineeregin advance. 

In Uganda's competitive financiru and cor­
porate landscape,institutions that <;lemon­
strate mature information security govern­
ance will command greater trust from cus­
tomers,investors and regplators. 

I Ms Catherine Swire, • Head, Infonnation . 
Security & Data Privacy, Ecobank Uganda 
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