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Raising awareness and addressing inequities &=
for people with Down syndrome in South
Africa
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Abstract

Globally, individuals with Down syndrome (DS) face profound inequities in social and health care access.

These challenges are further compounded by racial disparities as well as a lack of awareness, research, and
support, particularly in the Global South. This commentary discusses the multifaceted challenges and disparities
encountered by people with DS in South Africa, highlighting the need for targeted interventions. The paper will
summarise the proceedings and outcomes of an imbizo—a strategic gathering of stakeholders in South Africa.
This event brought together a diverse group from the DS community, including individuals with DS, their families,
healthcare providers, non-profit organizations, and representatives from the Gauteng Department of Health.

The discussions at the imbizo were organized into five key thematic areas: Advocacy and Awareness, Inclusion
and Engagement, Education, Data and Research, and Networking and Collaboration. Additionally, the paper will
underscore the critical need for the establishment of a dedicated DS research network in South Africa. Such a
network is envisioned to foster collaboration, facilitate knowledge sharing, and ensure that research initiatives are
closely aligned with the needs of the DS community. Overcoming these inequities requires a holistic approach
that encompasses policy reforms and the crafting of inclusive services. In its concluding sections, the paper will
explore future avenues for creating a sustainable framework aimed at addressing the multifaceted needs of the
DS community in South Africa. This initiative represents an effort towards amplifying the well-being, rights, and
inclusion of people with DS. Highlighting the necessity of a collaborative and multifaceted approach, this paper
proposes a path towards a more inclusive society, advocating for the mitigation of challenges faced by this
marginalized community.
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Introduction

Down syndrome (DS) is the most frequent genetic cause
of intellectual disability globally. Prevalence of DS is esti-
mated at 6 million people worldwide with approximately
800,000 estimated in the US and Europe [1, 2]. Exact fig-
ures are unknown due to changing survival rates, trends
in live births vs. terminations, and lack of data [3]. There
is substantial variation in morbidity and level of intel-
lectual disability among people with DS [4, 5], with par-
ticular impairment in expressive language, memory,
executive function and motor coordination [6]. Manifes-
tations of the DS phenotype prominently affect multiple
bodily systems, particularly the musculoskeletal, neuro-
logical, and cardiovascular systems. Individuals with DS
exhibit distinct disease risk profiles compared to the gen-
eral population, including a heightened susceptibility to
multimorbidity and specific conditions such as immuno-
logical dysfunctions, congenital heart defects, vision and
hearing impairments, hypothyroidism, and mental health
disorders like depression and anxiety [7-9]. A notable co-
occurring condition is Alzheimer’s disease (AD), which
is the leading cause of mortality in adults with DS in the
Global North [10]. Lack of knowledge among the medi-
cal community of age-specific risk for people with DS
means that treatable conditions can go undetected and
untreated, highlighting the need for improved education
and knowledge of disease profiles in this population [3,
11].

While these disparities in health and healthcare access
are evident globally, they are compounded when they
intersect with demographics such as race, socioeconomic
status and country of origin [12]. For example, the life
expectancy for Black people with DS in the US, is much
lower than that of their white counterparts across all age
groups, and especially in the younger cohorts [10]. With
the vast majority of research conducted in the Global
North, little is known about the views, needs and health
trajectories of people with DS in the Global South.

Down syndrome in South Africa

DS has a higher birth prevalence in low- and middle-
income countries compared to high-income countries,
with rates reaching up to 2-3 per 1,000 live births in
the former compared with 1-1.5 per 1,000 live births in
high-income countries [13]. Epidemiological data on DS
prevalence and survival rates in South Africa are largely
outdated and come predominantly from studies con-
ducted in the early 2000s. During that period, it was
estimated that approximately 2,300 infants with DS were
born annually in South Africa, with survival rates remain-
ing critically low. Only about one-third of these children
survived beyond the age of two, primarily due to compli-
cations such as congenital heart disease and infections
[14]. This significant disparity compared to high-income
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countries, where equitable access to healthcare has mark-
edly improved life expectancy and quality of life for
individuals with DS, highlights the urgent necessity for
enhanced healthcare infrastructure and early interven-
tion programs in South Africa [15]. The protection of
the rights of persons with disabilities in South Africa is
enshrined in the Constitution of the Republic of South
Africa, 1996, which mandates equality and prohibits dis-
crimination based on disability. The country’s ratifica-
tion of the United Nations Convention on the Rights of
Persons with Disabilities (CRPD) in 2007 underscores its
commitment to promoting and safeguarding the dignity
of persons with disabilities [16].

Social inequities and stigma worsen disparities for indi-
viduals with DS, beyond variability in intellectual dis-
ability and compounding the impact of (often untreated)
co-occurring conditions. Globally, access to education
and employment opportunities remain significantly lower
for people with DS compared to the general population.
The pervasive stigma experienced by individuals with
intellectual disabilities throughout their lives is well-doc-
umented and has been linked to various adverse health
outcomes [17]. This stigma not only affects their mental
and emotional well-being but also contributes to physical
health disparities by limiting access to quality healthcare
and social services, ultimately exacerbating their overall
health challenges. Raliphaswa et al. [18]noted that moth-
ers in South Africa experience fear, embarrassment, and
financial strain, exacerbated by healthcare professionals’
lack of empathy and communication. This situation is
compounded by societal negative attitudes towards DS
and the lack of support systems. However, the cultural
principles of ubuntu and collectivism in black African
communities provide potential support structures that
could be harnessed to improve care and reduce stigma
[19].

Health inequities

Early diagnosis of DS is crucial for managing associated
health conditions and improving life expectancy. In South
Africa, diagnosis is often delayed with just over half of
clinical diagnoses confirmed by cytogenetic testing, with
an average age of diagnosis of over one year [20]. This sig-
nificant delay hampers timely medical care, essential for
addressing common health issues associated with DS,
such as heart defects and thyroid dysfunction. The capac-
ity of the South African health system faces significant
challenges that exacerbate these delays. The public health
sector contends with staff shortages, fragmentation of
services, and financial constraints, all of which contribute
to reduced efficiency in healthcare delivery [21]. Health
services are heavily strained due to a high disease burden,
a situation worsened by limited financial resources and
ineffective human resource management. The cumulative
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impact of these systemic challenges underscores the need
for strategic improvements, including better resource
allocation and workforce training, to support early and
accurate diagnosis and treatment.

Globally, people with intellectual disabilities face sub-
stantial challenges in acute healthcare settings, leading to
negative experiences and poorer health outcomes [22—
24]. Despite their significant health needs and frequent
use of medical services [25], people with DS encounter
considerable barriers. Proactive strategies are needed
to ensure equitable healthcare access and quality [26,
27]. Additional barriers may be encountered in South
Africa. Maphumulo et al. [28]reported that despite the
high prevalence of thyroid dysfunction among children
with DS only 7% of affected children with DS received
appropriate care, indicative of broader issues within the
healthcare system, including inadequate screening and
follow-up. Similarly, access to necessary medical inter-
ventions, such as cardiac surgery, was limited for children
with DS in South Africa with misconceptions about sur-
gical outcomes and cost-saving measures as major bar-
riers to accessing cardiac surgery [29]. A recent study
conducted at a rural regional hospital in South Africa
highlights substantial gaps between the American Acad-
emy of Paediatrics (AAP) guidelines and the actual prac-
tices observed in this setting. While the AAP guidelines
serve as an intensive health supervision program aimed
at enhancing the functioning and quality of life of chil-
dren with Down syndrome through comprehensive
screenings for prevalent co-morbid medical conditions,
their implementation in South Africa faces significant
challenges due to financial and health resource con-
straints. Despite efforts to adapt these guidelines, includ-
ing screening for key conditions such as cardiac, thyroid,
hearing, and haematological disorders, the study found
these screenings were often delayed or inconsistently
performed. This reflects the context-specific limitations
faced by middle-income countries like South Africa,
where logistical issues and a lack of specialized genetics
services at regional hospitals impact service provision
[30]. While guidelines such as those advocated by Tsou
et al,, [3] outline universal healthcare guidance for people
with DS, the reality of significant disparities in healthcare
highlight the urgent need for comprehensive and specific
clinical guidelines tailored to the South African context.
These guidelines must address the unique challenges of
the healthcare system and advocate for better resource
allocation and service provision, including early interven-
tions and supports to improve outcomes, support inde-
pendence, and reduce health inequities for individuals
with DS.

With over 200,000 traditional healing practitioners
(THPs) in South Africa, far exceeding the approximately
46,000 [31] Medical Doctors (MD), THPs are integral to
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the healthcare system, catering to 70-80% of the popu-
lation [32, 33], particularly in rural and marginalized
communities where access to healthcare may be limited
[34]. They therefore play an important role in the care for
people with DS in South Africa. Distrust or dissatisfac-
tion with Western medical care, personal autonomy in
choosing traditional medicine, philosophic congruence
with cultural beliefs and practices, and costs are rea-
sons given for seeking care from THPs [35]. As MDs and
THPs often share patients, there is a need for improved
communication and mutual understanding among all in
the healthcare ecosystem to meet the needs of the DS
population.

Research on DS in South Africa predominantly focuses
on childhood, leaving a significant gap in understand-
ing life expectancy and the ageing experience, including
age-related co-occurring conditions. This lack of regions
specific data add to the other systemic challenges within
the health system, as unrecognized conditions cannot
be effectively treated. To address this, it is essential first
to identify the health needs of adults with DS in South
Africa and to recognize and plan for their evolving
health needs, ensuring timely diagnoses and treatments
for age-related conditions. Raising awareness about DS,
particularly concerning adults and older adults, is cru-
cial in South Africa and across the African continent.
Such efforts could improve overall quality of life for peo-
ple with DS by reducing stigma, increasing opportuni-
ties for education and employment, and contributing to
improvements in health outcomes and overall support
for this population.

The atlantic institute

The Atlantic Institute is a global community of Atlantic
Fellows focused on tackling persistent inequities across
the globe through advocacy, awareness and research. Fel-
lows and regional mentors across two programs at the
Atlantic Institute; the Program for Health Equity based
at Tekano in South Africa and the Program for Equity in
Brain Health at the Global Brain Health Institute (GBHI)
at Trinity College Dublin convened key stakeholders
from South Africa’s DS community including represen-
tatives from the Dept of Health, Down syndrome South
Africa (DSSA) and its associations in Gauteng, service
providers for people with DS, people with DS and their
families. This Imbizo (a traditional meeting or gathering
in the Zulu and broader Nguni cultures for community
consultation and decision-making) was held on 22nd
November 2023 in Johannesburg to identify key areas of
inequity for the DS community and to foster collabora-
tive solutions from the shared expertise. The Imbizo was
conceptualized by Atlantic Fellows from both the Pro-
grams. These Atlantic Fellowship programs share a com-
mitment to addressing inequities, and the participating
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fellows were actively engaged in the field of intellectual
disability. This background laid the foundation for cre-
ating an event that prioritized a multidisciplinary and
inclusive approach. The structure and agenda for the
Imbizo were developed collaboratively in partnership
with DSSA. The design aimed to balance structured pre-
sentations with open discussion, reflecting the traditional
format of an imbizo, which emphasizes community con-
sultation and shared decision-making. All participants
were fully informed about the purpose of the gather-
ing, which was to set priorities, and signed consent was
obtained from all individuals, including self-advocates
who spoke on behalf of themselves and their communi-
ties. The following section describes the proceedings and
resulting themes that arose from the Imbizo.

Imbizo proceedings

The Imbizo began with facilitators from the Atlantic
Institute outlining the event’s goals, emphasizing col-
laborative efforts to support individuals with DS and the
importance of inclusivity and diverse perspectives. They
introduced the potential for establishing a dedicated
research network focused on DS within South Africa and
the broader African context.

Personal experiences

A self-advocate with DS shared her lived experience of
growing up with DS in South Africa, detailing personal
challenges, educational achievements, and her active
role in raising awareness and contributing to research
on Alzheimer’s disease within the DS community. This
was followed by a parent sharing their journey of raising
a child with DS, emphasizing the critical need for acces-
sible education, supportive communities, and sensitive
communication during diagnoses.

Organizational insights

The Executive Director of Down syndrome South Africa
highlighted systemic challenges such as delayed diagno-
ses, the lack of national data, and limited social inter-
ventions for adults. The need for inclusive education,
expanded employment opportunities, and mental health
policy reforms was emphasized. Additionally, a represen-
tative from The Living Link, a non-profit organization,
discussed the significance of promoting independent liv-
ing and meaningful employment, sharing success stories
that illustrated the positive impact of training and job
placements on individuals with DS.

Governmental perspectives

An official from the Department of Health addressed the
gaps in service access and coordination, emphasizing
the need for improved infrastructure and community-
based healthcare initiatives. They also highlighted the
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importance of comprehensive data collection and bet-
ter coordination among service providers to enhance the
overall outcomes for the DS community.

The discussions underscored the importance of timely
diagnoses, improved access to educational opportuni-
ties, comprehensive support services, and the removal of
employment barriers. Integrating the voices of individu-
als with DS in decision-making processes was a recur-
ring theme throughout the event. Discussions from the
Imbizo were minuted and synthesised by EMG, and
subsequently reviewed and agreed by all authors. These
discussion points were analyzed and organised into five
key thematic areas: Advocacy and Awareness, Inclusion
and Engagement, Education, Data and Research, and
Networking and Collaboration. Actionable steps identi-
fied by participants to address challenges are detailed in
Table 1. These included enhancing collective advocacy
efforts, and actively involving individuals with intellec-
tual disabilities in decision-making roles. Emphasis was
placed on prioritizing data collection to inform policy
changes and illustrate community needs. The need for
better coordination among government departments and
across sectors was also stressed, as was the importance of
expanding support networks and resources.

Advocacy and awareness

Discussion from the Imbizo highlighted the importance
of advocacy and awareness efforts in addressing the dis-
parities and health inequities faced by individuals with
DS. Leveraging collective voices through political chan-
nels and social media is essential in advocating for the
rights and needs of individuals with DS. The pervasive
stigma experienced by individuals with intellectual dis-
abilities, which exacerbates health challenges and lim-
its access to quality healthcare and social services [17],
underscores the importance of these advocacy efforts.
Participants highlighted the role of support persons
and advocating for their inclusion in all aspects of life
and decision-making processes to help address the fear,
embarrassment, and financial strain experienced by
families, as noted by Raliphaswa et al. [18]. Providing
advocacy training is also key to empowering individuals,
equipping them with the necessary tools and knowledge
to champion their own rights and the rights of others
effectively.

More broadly, education and training across disci-
plines and sectors is vital for fostering a more inclusive
and understanding environment for individuals with DS.
Educating colleagues within schools and the broader edu-
cation system about DS can help reduce stigma and raise
awareness of people with DS. Education among health
care professionals, including traditional healers, tailored
to the South African context is needed as a fundamental
step in overcoming health inequities, and lack of access
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Table 1 List of Actionable steps identified by participants at the Imbizo

1. Utilise collective voices: Commit to raising awareness and advocating for the rights of
individuals with Down syndrome through political channels and social media.

8. Consistency and advocacy training: Provide training
to empower individuals to advocate for themselves
and others.

2. Engage people with ID: Actively involve individuals with intellectual disabilities in decision- 9. Educate colleagues: Conduct training sessions for

making processes and provide training programs.

3. Enhance inclusivity in gatherings: Ensure future meetings include accessible materials and

active participation of individuals with intellectual disabilities.

4. Prioritise data collection: Focus on collecting data to advocate for policy changes and

highlight the needs of the Down syndrome community.

5. Build a database of employers: Create a database showcasing employers who hire indi-

viduals with intellectual disabilities to foster employment opportunities.

6. Network expansion: Encourage the nomination of new members to join networks for col-

laboration and shared insights.

educators to promote inclusivity and understanding of
individuals with Down syndrome.

10. Importance of support persons: Advocate for the
inclusion of support persons for individuals with Down
syndrome in various contexts.

11. Share data and resources: Promote the sharing of
data and resources among stakeholders for evidence-
based decision-making.

12. Involve multiple government departments: Engage
various government departments to address the com-
prehensive needs of individuals with Down syndrome.
13. Research and publish: Support research initiatives
and disseminate findings to expand the knowledge
base on Down syndrome.

7.Include indigenous knowledge: Integrate indigenous knowledge systems and traditional

healers in initiatives related to Down syndrome.

to timely healthcare for this population. Specifically, edu-
cation on unique age-related disease trajectories in this
population [3, 11] will help to improve health and quality
of life across the lifespan. Such training efforts are needed
across sectors, including government representatives, to
equip them with the knowledge and sensitivity needed
to make informed policy decisions that will impact indi-
viduals with ID.

Inclusion and engagement

Inclusive participation in decision-making processes
was highlighted as imperative for addressing the unique
challenges faced by individuals with DS. This involves
actively engaging individuals with DS in decision-making
processes, ensuring their voices are heard and valued,
and prioritizing accessible information dissemination
methods for individuals with ID. Incorporating indig-
enous knowledge systems into discussions can enrich
the dialogue and understanding of DS, offering diverse
perspectives and solutions, and respecting cultural heri-
tage [19]. Better understanding in needed on how DS,
and intellectual disability more broadly, is conceptual-
ised within indigenous knowledge systems. Given that
many people with DS consult THPs as part of their medi-
cal care, improved understanding, and communication
between MDs and THPs could increase support for the
DS population. This would also result in a more complete
and comprehensive picture of how the whole healthcare
ecosystem in South Africa (including biomedical and
indigenous knowledge) conceptualizes DS and ID. This
additional knowledge could additionally help to address
the stigma around DS and support interventions to
improve care, thus reducing health disparities.

Education and training

The Imbizo discussions emphasized the importance of
education and the barriers faced by individuals with DS
in accessing foundational and tertiary education. Par-
ticipants highlighted that despite significant challenges,
individuals with DS have the potential to achieve higher
educational goals when provided with appropriate sup-
port. However, the current landscape of inclusive educa-
tion remains complex, with systemic issues hindering full
implementation. Research indicates that South African
teachers often feel unprepared for inclusive practices due
to inadequate training and resources [36]. This lack of
preparation exacerbates delays in providing quality edu-
cation and contributes to limited academic expectations
for learners with disabilities.

In the post-apartheid era, the South African Depart-
ment of Education’s White Paper 6 [37] aimed to cre-
ate a more inclusive education system that embodies
human rights and equality. The discussions underscored
that inclusive education is not only a fundamental right
but also essential for fostering independence and well-
being. Advocacy for comprehensive teacher training and
resource allocation was seen as critical to support learn-
ers with DS in mainstream settings. The emphasis on cre-
ating an educational environment that values academic
as well as social development was echoed, suggesting that
improved training and exposure to learners with disabili-
ties can shift teachers’ attitudes positively [36].

Calls for inclusive reforms extended beyond pri-
mary education to tertiary levels, highlighting that sys-
temic changes must encompass all educational stages to
empower individuals with DS to achieve their full poten-
tial. The need for training healthcare and educational
professionals to deliver sensitive and informed support
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was also emphasized, ensuring individuals with DS
receive timely and adequate education that respects their
rights and capabilities.

Data and research

Identifying research priorities is crucial for guiding
efforts towards impactful advocacy and policy change.
Collecting data, including epidemiological data on the
prevalence and life expectancy of individuals with DS in
South Africa, is vital for supporting resource allocation.
Additionally, data on age-specific health conditions and
barriers to healthcare are essential to effectively inform
and shape policy decisions. Encouraging research initia-
tives and the publication of findings play a vital role in
advancing understanding and developing effective strat-
egies. Dissemination strategies, however, need to go
beyond publications to ensure findings reach a diverse
range of stakeholders. Additionally, promoting the shar-
ing of data among stakeholders fosters a data-driven
approach to addressing the needs of the community. The
development of a DS specific research network dedicated
to sharing insights and data would enhance the collective
ability to advocate for meaningful change and support
individuals more effectively. This approach addresses the
significant gaps in understanding the life expectancy and
aging experience of individuals with DS in South Africa,
as highlighted by the lack of data on age-related co-

occurring conditions.

Networking and collaboration

Networking and collaboration were identified as essen-
tial for a multidisciplinary approach to effectively
advocate for and support individuals with DS. Strength-
ening these connections can bridge the significant gaps
between established guidelines and the reality of prac-
tices in South Africa [30]. The Imbizo provided a piv-
otal platform for bringing together diverse stakeholders
to set priorities and outline actionable plans aimed at
addressing the unique needs of the DS community. An
immediate outcome of this gathering was the formation
of the South African Network of Intellectual Disability
(SANID), which committed to maintaining dialogue and
fostering collective action.

A key aspect of expanding these efforts involves broad-
ening the network to incorporate a wider range of con-
tributors, including healthcare professionals, educators,
non-profit organizations, community leaders, and indi-
viduals with DS and their families. Establishing a com-
prehensive database of employers willing to employ
individuals with intellectual disability, including people
with Down syndrome, would play a crucial role in pro-
moting economic independence and reducing barriers
to meaningful employment. Resource-sharing among
these stakeholders is also essential, as it can maximize
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the impact of available tools and knowledge, fostering a
collaborative environment that enhances service delivery.
By fostering partnerships rooted in shared objectives and
mutual understanding, increasing collaboration among
those across sectors, working to support people with DS
could lead to a more cohesive and impactful response
to the challenges faced by the DS community in South
Africa, ultimately driving long-term improvements in
care and support.

Future directions and conclusion

The landscape of DS in South Africa is marked by high
birth prevalence, health and social care inequities
including significant challenges in diagnosis and health-
care provision. Addressing these issues in South Africa
requires comprehensive healthcare guidelines, improved
access to medical interventions, and robust support sys-
tems for families. Enhancing early diagnosis, ongoing
health monitoring, and caregiver support, coupled with
culturally sensitive approaches, are crucial steps towards
improving the health of people with DS in South Africa.
Additionally social challenges such as addressing stigma
and creating opportunities for employment and educa-
tion would support improvement in overall quality of life
for people with DS in South Africa. The ratification of
the United Nations Convention on the Rights of Persons
with Disabilities (CRPD) in 2007 affirmed South Africa’s
commitment to protecting and promoting the rights and
dignity of persons with disabilities. This, along with con-
stitutional mandates, sets a strong foundation for contin-
ued advocacy and systemic change. Future steps should
prioritize enhancing healthcare access, improving edu-
cational and employment opportunities, and fostering
inclusive community support systems. A on comprehen-
sive research and data collection to better understand
the status of persons with DS will also guide both policy
development and the allocation of resources effectively.
The strength of the DS community in South Africa lies in
its collective voice and diverse perspectives, which were
instrumental in identifying key areas of inequity.
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