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call to action

") Check for updates

Newborn screening (NBS) is a pivotal public health service with the aim of early detection of
potential health issues in neonates shortly after birth.! Specifically, biochemical NBS involves the
systematic screening of newborns for a range of inherited or congenital disorders that are mostly
asymptomatic at birth. Timely diagnosis and immediate treatment of these genetic disorders are
essential to avertirreversible health complications resulting in lifelong morbidity and / or mortality
in the paediatric population.? The World Health Organization (WHO) has recommended that a
policy of universal NBS be adopted in all countries and communities which have established
rehabilitation services.? Newborn screening has a direct linkage to the United Nations Sustainable
Development Goal 3 which seeks to eliminate preventable deaths of newborns and children
under 5 years of age by 2030.*

Newborn screening was first conceived in 1961 when Dr Robert Guthrie (the ‘Father” of NBS)
introduced the newborn bloodspot screening for phenylketonuria with a microbiological
inhibition assay now known as the Guthrie test.” By late 1963, 400000 infants were screened for
phenylketonuria in 29 states in the United States, detecting 39 cases at an estimated incidence
1:10000. The success story of the NBS for phenylketonuria has led to the legislation of universal
NBS being passed in 1963 in Massachusetts, followed by many other developed countries,
including the United Kingdom. The legislative endorsement paved the way for the development
of more assays to expand NBS and include more congenital disorders including inborn errors of
metabolism (IEMs).® Despite the positive impact of NBS to achieve desirable outcomes in the
screened infants, low- and middle-income-countries, particularly in Africa, have not accomplished
the implementation of universal NBS.

Newborn screening took a backseat for a long time in Africa as a result of prioritisation of
communicable diseases, particularly HIV/AIDS and tuberculosis. The Prevention of Mother to
Child Transmission and immunisation programmes have successfully reduced the infectious
disease burden on the continent. Recent reports have revealed that there is now an increasing
contribution of non-communicable diseases, especially congenital disorders, to infant morbidity
and mortality.? The existing infrastructure and resources of the impactful HIV/AIDS and
immunisation programmes should provide the platform to launch and integrate NBS initiatives
in African countries. A good example is dried blood spot sampling for HIV screening performed
during the immunisation schedules, which can be expanded to screen for other congenital
disorders.”

The challenges of implementing a sustainable NBS programme are well documented, and an
important one of these is lack of strong political will to enable government’s endorsement and
prioritisation. In most of these countries, the limited financial support from governments has led
to the over-reliance on external funding sourced from non-government and humanitarian
organisations. This threatens the long-term sustainability of NBS programmes, because funding
from these external sources is unlikely to be a permanent guarantee.®’ The Consortium of
Newborn Screening in Africa initiative, in partnership with the American Society of Hematology
and other organisations, have established sickle cell disease (SCD)-targeted NBS programmes in
sub-Saharan African countries.'” The extremely high incidence of SCD in sub-Saharan Africa and
its devastating clinical outcomes, as evidenced by high morbidity and mortality in the region, has
largely informed the intervention of the Consortium of Newborn Screening in Africa and other
non-governmental organisations, and has also attracted the attention of the WHO. The WHO
Regional Office for Africa has highlighted the need for developing national policy on NBS of SCD
directed at primary prevention, early detection, advocacy, surveillance and raising public
awareness through community education."! At the last workshop held on 04 June 2025 in Abuja,
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jointly organised by Revvity and the Newborn Screening
Consortium Nigeria, an NBS entity based in Nigeria appealed
to the Consortium of Newborn Screening in Africa to add
congenital hypothyroidism to SCD screening. The workshop
was a side event to the 5th Global Congress on SCD, which
was held in Abuja on 03 June 2025-06 June 2025.

The success of the NBS is dependent on the programmes
being fully incorporated into the routine health system
processes, which may be hard to achieve. The NBS initiatives
need to be structured to enable maximal follow-up of the
neonates and families for confirmatory testing and initiation
of treatment. Digital applications were introduced in Ghana
to conveniently manage the SCD NBS data on the healthcare
workers” mobile phones, which also facilitates follow-ups. It
is worth noting that Ghana and Morocco have been successful
in sustaining one of the longest running NBS programmes in
Africa.”" This success has been attributed to the considerable
commitment and support from the local government in the
building of local capacity. A notable challenge in the
public health facilities is the early hospital discharges (a few
hours after birth) as a result of limited maternity resources.
The established reference cut-off values of biomarkers
and metabolites to screen endocrinopathies and IEMs,
respectively, are validated for NBS after 24 h of age. The
expanded NBS in the setting of Africa will rely on research
studies to derive appropriate reference cut-off values at 6 h
after birth, to enable NBS prior to discharges.

The literature emerging from several African nations
emphasises the point that IEMs are not exceedingly rare as
often perceived. This underscores the magnitude of the
problem and the need for Africa to rise to the challenge.>*
Early treatment of some IEMs is often simple and extremely
effective and is often by modifying the infant’s diet; for
example, early withdrawal of galactose in galactosaemia, as
well as the well-known low phenylalanine diet for
phenylketonuria patients, can be lifesaving. However, because
of a lack of awareness and paucity of sophisticated equipment
such as the tandem mass spectrometry in most African states,
NBS for IEMs is close to non-existent in Africa, unlike in the
developed nations. An article by Anetor, Orimadegun, and
Anetor™ is insightful in raising awareness of affordable and
readily available techniques to pragmatically screen for IEMs
in resource-limited settings. Additionally, the dried blood
spot should be encouraged, as it can be stored and revisited as
the NBS programme expands. Likewise, point-of-care testing
in the forms of paper chromatography and haemoglobin
isoform-specific antibodies in a lateral flow platform are cost-
effective and user-friendly alternative methods of screening of
SCD in remote areas.”” As demonstrated by NBS pilots in
South Africa and other African countries, NBS of congenital
hypothyroidism mandates prioritisation in Africa to promote
neurodevelopment and avert long-term intellectual disability
cost effectively through NBS."

Community engagement with endorsement from traditional
leaders has been demonstrated to yield success in some NBS
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initiatives by sensitively addressing the cultural beliefs that
are often accompanied by stigmatisation resulting from
misconceptions.”’® The International Federation of Clinical
Chemistry and Laboratory Medicine Task Force on Global
NBS was tasked to develop NBS initiatives in low- and middle-
income countries and to address the challenges that hinder the
implementation of systematic NBS. One of the notable
accomplishments of the Task Force is the successful
development of a well-organised national NBS programme in
the Philippines, which serves as a model to many low- and
middle-income countries and from which Africa can gain
insights."” In the same vein, the African Federation of Clinical
Chemistry NBS Committee was formed to raise awareness of
NBS on the continent, and to encourage as many African
countries as possible to develop a policy on NBS that is
implementable and sustainable. In the spirit of commemorating
the International NBS Day, the Committee organised a
first-of-its-kind webinar on the dire need for NBS, representing
all regions of Africa. With panellists carefully selected to
represent the whole of Africa, the panel took the opportunity
to call on all African countries to embrace universal NBS and
to comply with the World Health Assembly resolutions 77 of
2024, and 78 of 2025, calling on all low- and middle-income
countries to embrace and implement universal NBS.

In conclusion, it is evident that there is an urgent need for
African countries to heed the call to action, drawing
inspirations from developed nations that are already
screening for up to 60 conditions. We can also draw lessons
from other developing countries, such as the Philippines, to
gain the encouragement required to implement a sustainable
NBS programme. The implementation of universal NBS in
Africa will require partnerships and collaborative efforts
from key stakeholders to overcome the challenges and for the
governments to legislate the NBS policy to combat infant
morbidity and mortality on the African continent.
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