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Aim

This policy brief compares stigma and cultural barriers to type 2 diabetes (T2DM) care in South
Africa (SA) and the United Kingdom (UK). It proposes policy actions to improve culturally
safe community-linked diabetes education and long-term management.

Key Points

« T2DM is often framed as a “lifestyle disease,” but this can create stigma and discourage
people from seeking screening, disclosing symptoms or accepting treatment.

* Inboth SA and the UK, stigma intersects with poverty, race, ethnicity, language, culture
and health-system design.

» Universal availability of diabetes services does not guarantee access if patients feel
blamed, misunderstood or unable to communicate in their preferred language.

* Both countries should strengthen culturally safe, community-linked and stigma-free
diabetes care.

Introduction

With rapid urbanisation in countries of the Global South, including SA, patterns of disease are
increasingly shifting towards non-communicable diseases (NCDs) such as T2DM. This reflects
the epidemiological transition: as populations become more urbanised, food systems, transport,
housing, work patterns and physical activity change, increasing the burden of chronic diseases
such as diabetes, hypertension and cardiovascular disease. However, this transition does not
affect all groups equally. In both SA and the UK, T2DM is concentrated among communities
that are affected by poverty, experience racialised disadvantage, and endure insecure living
conditions and unequal access to culturally acceptable healthcare.

T2DM is a chronic metabolic condition in which the body cannot use insulin effectively.
Insulin is a hormone produced by beta cells in the pancreas that helps glucose move from the
blood into cells, where it is used for energy or stored. In T2DM, insulin resistance and
progressive beta-cell dysfunction lead to raised blood glucose levels, known as
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hyperglycaemia. If poorly controlled, T2DM can damage blood vessels and nerves, increasing
the risk of cardiovascular disease, kidney disease, blindness, neuropathy, foot ulceration and
lower limb amputation !.

The infamous descriptor of T2DM as a “lifestyle disease” is potentially harmful as it implies
that people develop diabetes because of laziness, poor discipline or personal failure. This
produces stigma, shame and guilt, which may discourage people from seeking screening,
disclosing symptoms, accepting treatment or engaging honestly with health professionals. A
stronger public health approach is to understand T2DM as a multifactorial condition shaped by
genetic susceptibility, social determinants and environmental exposures. Diet and physical
activity are important, but they are not simply individual choices. They are shaped by income,
food prices, housing, transport, neighbourhood safety, working hours, education, language and
access to health information 2.

Stigma is therefore not a minor social issue. It significantly affects diabetes care. People who
feel blamed for their diagnosis may delay testing, hide their condition from family or
employers, avoid follow-up appointments, or feel reluctant to start treatment such as insulin.
Stigma can be internalised, where patients feel shame about having diabetes; anticipated, where
they expect judgement from family or health workers; or structural, where health systems use
blaming language, offer rushed consultations, fail to provide interpretation, or design education
programmes that do not reflect people’s cultural and social realities.

The International Diabetes Federation (IDF) estimates that, globally, 589 million adults aged
20 to 79 were living with diabetes in 2024 and are projected to rise to 853 million by 2050 2.
Worldwide, more than 4 in 10 adults living with diabetes are unaware that they have the
condition, while the World Health Organisation (WHO) reports that diabetes was the direct
cause of 1.6 million deaths in 2021. Within different health systems, stigma and cultural
barriers oppose effective T2DM care.

In the UK, the NHS provides universal healthcare in principle, yet diabetes inequalities remain
significant. Diabetes UK estimates that almost 6 million people in the UK are living with
diabetes, 90% being T2DM 3. This demonstrates that universal healthcare does not
automatically remove cultural, linguistic or structural barriers to care.

In SA, the IDF estimates that 2.3 million South African adults aged 20 to 79 were living with
diabetes in 20244, and this is projected to rise to 3.9 million by 2050. For SA, the challenge is
not only the number of people living with diabetes, but apartheid’s spatial and economic
legacy, an overburdened public health system, poverty and unequal access to chronic disease
services.

This policy brief focuses on cultural acceptability as a neglected dimension of diabetes access.
A clinic may be geographically available and clinically competent, but still inaccessible if
patients feel blamed, cannot communicate in their preferred language, mistrust the service, or
receive advice that ignores their food, work and family realities. Levesque’s access framework
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is useful because it shows that access is not only about service availability. It includes
approachability, acceptability, availability and accommodation, affordability, appropriateness
and the patient’s ability to engage with care. For T2DM, stigma and cultural barriers mainly
affect approachability, acceptability and long-term engagement.

South African Context

South Africa’s T2DM burden is rising in a health system still shaped by apartheid’s legacy.
Apartheid did not only segregate people politically; it shaped where people could live, work,
buy food, travel and access healthcare. Black African, Coloured and Indian communities were
historically displaced into townships, informal settlements and rural areas, often far from
economic opportunity and well-resourced health facilities. These spatial and socioeconomic
inequalities continue to influence diabetes risk and diabetes care today.

This history matters because diabetes prevention advice is often framed as if all patients have
the same freedom to make healthy choices °. In many low-income communities, cheap
processed foods are more accessible than fresh produce, household budgets are constrained,
and safe spaces for exercise may be limited by crime, poor infrastructure or lack of recreational
facilities. In these contexts, lifestyle modification is not simply a matter of individual
willpower. Prevention messages that ignore poverty, food environments and urban design can
become stigmatising because they shift responsibility onto individuals while overlooking the
structural conditions that shape behaviour.

Stigma also affects how people understand and disclose T2DM. If diabetes is viewed as a
disease caused by poor self-control, patients may feel ashamed of the diagnosis. This can lead
to delayed screening, hiding the condition from relatives, avoiding clinic visits or disengaging
from treatment. This is clinically important because T2DM may remain asymptomatic for
years, meaning early diagnosis depends on people trusting the health system enough to attend
screening before complications develop.

Cultural beliefs can also shape pathways to care. Some patients may interpret chronic illness
through spiritual, family or traditional frames of reference. This should not be dismissed as
ignorance. It may reflect the fact that formal health services have not always communicated in
ways that are understandable, respectful or culturally inclusive. Where patients experience long
queues, rushed consultations, judgemental language or poor explanations, it is understandable
that they may seek advice from family members, community networks, religious leaders or
traditional healers. The problem is not culture itself, but the failure of the health system to build
trust and communicate effectively across cultural contexts.

Language barriers are a major part of institutional distrust. South Africa now has 12 official
languages, including South African Sign Language. Yet diabetes education and clinical
consultations often rely heavily on English or Afrikaans. A patient who receives a diabetes
management plan in a language they do not fully understand has effectively not received a
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usable care plan. In multilingual clinics, healthcare workers may rely on code-switching, family
members or untrained interpreters. This can result in misinterpretation of medical terms, loss
of confidentiality and poor understanding of medication instructions. For T2DM, this is
especially harmful because effective care depends on daily self-management, including
medication adherence, diet, symptom recognition, glucose monitoring and foot care.

Institutional mistrust is another cultural barrier. Some mistrust of public healthcare services is
rooted in historical exclusion, but it is also reinforced by present-day experiences: overcrowded
clinics, long waiting times, medication shortages, limited privacy, brief consultations and poor
continuity of care. Patients who feel judged or dismissed may be less likely to return for follow-
up, ask questions, or disclose difficulties with medication, food insecurity or traditional
medicine use. This can contribute to delayed presentation with complications such as
neuropathy, kidney disease, retinopathy or diabetic foot sepsis.

Health system constraints can also reproduce stigma. Overburdened primary healthcare
facilities often do not have enough time, staff or equipment to provide personalised diabetes
education and complication screening. In a recent South African primary healthcare study,
healthcare workers reported that workload made it difficult to monitor patients, screen for
complications and provide patient education. Time pressure, insufficient staffing, inadequate
insulin-initiation knowledge and lack of continuity of care were also identified as barriers to
effective T2DM management. These system failures can lead healthcare workers to label
patients as “non-compliant,” when the real problem may be transport costs, food insecurity,
health literacy, language barriers, fear of medication or mistrust. Stigmatising language matters
because it frames patients as the problem instead of recognising the barriers they face.

Insulin care illustrates how stigma and system barriers interact. Some patients delay insulin
because they fear injections, associate insulin with severe illness, worry about side effects, use
traditional remedies, or believe that starting insulin means they have personally failed.
Healthcare workers may also delay insulin initiation because of time pressure, lack of
confidence, language barriers, poor continuity of care or fear of hypoglycaemia. In the public
sector, reliance on vials and syringes rather than insulin pens may further increase treatment
burden. Vials can be clinically effective, but insulin pens are generally easier to use, more
discreet and less prone to dosing errors. Where insulin is already stigmatised, treatment tools
that are harder to use can deepen disengagement and widen inequity.

The South African case therefore shows why later policy solutions must go beyond clinical
guidelines. Improving T2DM care requires more than asking patients to adhere to lifestyle
modification and treatment. It requires culturally safe services that reduce blame, build trust,
communicate in patients’ preferred languages and recognise the social realities of diabetes self-
management. This includes respectful communication training for healthcare workers,
multilingual education materials, trained interpreters, stronger community health worker
involvement, community-based screening, better continuity of care and stronger referral
pathways for complications such as diabetic foot disease. The National Health Insurance
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process may create an opportunity to improve equity, but only if implementation strengthens
primary healthcare and explicitly funds culturally acceptable chronic disease care.

United Kingdom Context

While T2DM is a prevalent issue for the entirety of the UK, South Asian, Black African and
Caribbean communities are at much greater risk of developing T2DM from a young age. On
the surface, it seems this higher prevalence is due to differences in how different ethnicities
store visceral fat, as well as surface-level cultural dietary differences.

However, the persistently high rates of T2DM can also be attributed to factors such as the
under-representation of ethnic communities in clinical studies, which means that guidelines for
disease management do not reflect the biological or social circumstances of at-risk
communities®. Under-representation is a problem that can be argued to be rooted in stigma and
blame. In many South Asian communities, T2D and insulin caries are shames relating to family
honour, with patients encouraged by their families to ‘hide’ the fact that they take insulin or
stop treatment upon receiving somatic cues, such as feeling ‘normal’ 7. This harmful stigma
placed upon the individual can lead to missed healthcare appointments and interruptions in
treatment®. Ultimately, over ‘97% of people from these communities have experienced
diabetes-related stigma’®.

Moreover, this stigma extends into the way healthcare interventions are structured. This is
evident in the NHS’s new DESMOND (Diabetes Education and Self-Management for Ongoing
and Newly Diagnosed) program, which was initially developed for a white, English-speaking
and medically literate population. Further barriers to minority engagement with diabetes
programmes mirror this lack of cultural awareness and sensitivity among healthcare providers,
as well as a failure by policy to consider a lack of social support and diabetes related stress
amongst South Asian, Black African and Caribbean communities. While DESMOND is
effective for participants who feel confident in self-managing T2D, and there are adapted
versions of the program in different languages, such as Gujarati, which focus on the use of
specific cultural foods, overall, the impact of DESMOND on ethnic communities remains
unclear !0,

The lack of social support is a large driver of low uptake of diabetes management programs in
the UK. This is due to structural underfunding of services for ethnic communities. The NHS
uses the Carr-Hill formula to allocate GP funding, yet this is based on registered patient lists.
This results in compounding inequity, whereby communities that are reluctant to register with
a GP due to factors such as language barriers, institutional mistrust, and a lack of resources
appear to need fewer resources and funding, but in fact require greater support.

Recommendations

1. Develop culturally adapted, multilingual diabetes education
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Produce diabetes materials in major local
languages, including isiZulu, isiXhosa,
Sesotho and Afrikaans. Use locally familiar
food examples (maize meal, tinned fish) and
audio, radio and visual formats for lower-
literacy settings.

Adapt NHS diabetes education, including
DESMOND and prevention programmes, for
South Asian, Black African and Black
Caribbean communities. Use
relevant food examples and translated
materials.

culturally

An audit of self-management programmes in SA found that education can be made accessible

in lower literacy settings through use of in-person demonstrations, pictures and inclusion of

family in treatment programs !!.

2. Use trusted community health connectors

Train and support Community healthcare
workers (CHWs), known as “nomakhayas”,
and ward-based outreach teams to provide
stigma-free diabetes education, home follow-
up and family conversations.

Use social prescribing link workers,
community health champions, faith leaders
and voluntary-sector organisations to
connect patients to diabetes support.

Reviews of CHWs’ effectiveness in SA determine that the most effective training includes

providing continual ‘refresher courses, paired with supervision to foster trust’ '?and build
long-term relationships between workers and communities.

In the UK, patients who participate in social prescribing face much better outcomes of

haemoglobin Alc levels when they receive guidance and instruction from CHWs relating to

management of T2DM 13,

3. Community-based collaboration

Collaborate with CHWs to ensure medical
concepts are conveyed in commonly used

language. Community-derived language
should be incorporated into official
materials. Such initiatives include the

Ishwane Community-Orientated Primary
Care (PHC) model, a jointly run healthcare
model by the University of Pretoria and the
City of Tshwane. This model partners PHC
clinics and local leaders to co-design and
deliver diabetes screening and education in
familiar adapted

community  setting,

Deliver sessions via community cooks and
trusted local figures to increase participation
and adherence. Partner with
community organisations such as temples,
mosques and community centres that already
run cooking and social events. Train faith
leaders and community coordinators as
health

such as

existing

informal
programmes

advocates  through
NHS England's
Thriving Communities and models like
Diabetes UK Community champions which
train volunteers who raise awareness of
diabetes in minority ethnic communities.
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appropriate and easy-to-understand language
and advice specific to local context.

Existing initiatives in SA include the Tshwane Community-Oriented Primary
Care (PHC) model, a jointly run healthcare model by the University of Pretoria and the City
of Tshwane. This model partners PHC clinics and local leaders to co-design and
deliver diabetes screening and education in a familiar community setting, adapted to
appropriate and easy-to-understand language and advice specific to the local context ',

Programmes such as NHS England's Thriving Communities '> and models like Diabetes UK
Community Champions help to bind communities together by training volunteers and faith
leaders to raise awareness of diabetes in minority ethnic communities and act as informal
health advocates !¢

4. Make clinical care stigma-free and culturally safe

Train primary healthcare staff to avoid | Embed “language matters” principles in GP,
blaming terms such as “non-compliant,” use | nurse and diabetes education services. Offer
respectful language, screen for social barriers | interpreters and longer consultations for
and offer interpretation where possible. patients with language or cultural barriers.

Some of these recommendations have begun to be implemented as part of treatments for other
diseases. Community Health Workers in South Africa participated in a study that used a
specific type of staff training called ‘Siyakhana’ to reduce levels of blame that patients receive
from staff when receiving treatment for substance addiction. While this greatly helped reduce
stigma that originated from staff and improved adherence rates, it should be noted that the
Siyakhana training method is only developed in English, and the authors note that it must be
adapted into other languages such as Zulu and isiXhosa !7. Interpretation is needed for this
adaptation, as ‘trained interpreters also act as cultural liaisons’ '3, Dr Talab Habib goes on to
outline how to address South Africa’s need for a large workforce of interpreters, such as
mirroring Australia’s free telephone interpreter service and relying on different levels of
interpreters, whether trained, a family member, or healthcare staff who are bi- or multilingual
¥ Through a combination of techniques such as these, we can hope to limit the shortage of
current interpreters in South Africa and help to formally train more staff to become clinically
competent.

Interpretation is also an issue in the UK, with Prof. Katriina Whitaker demonstrating how a
lack of an interpreter can damage healthcare outcomes. Reasons for this problem include the
current system impacting primary healthcare clinicians’ time . Through considering options
proposed by Dr Habib, we may see a way to improve the UK’s current interpretation system.
Moreover, other languages are not the only problem, with ‘language matters’ guidance already
existing 2°, and while it is encouraging that this sort of guidance is in place, further study is
needed to measure the impact of this guidance on outcomes of T2DM treatment.

Conclusion

Moving beyond blaming the patient for their condition is essential in reducing T2DM stigma
in both South Africa and the UK. In addition to reducing stigma around T2DM, ensuring
culturally safe access to diabetes care can potentially improve outcomes with T2DM. Care must
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be clinically effective, but also culturally acceptable, linguistically accessible and trusted.
Policies that combine community-based support, respectful communication and targeted
screening can improve early diagnosis, treatment engagement and long-term outcomes in both
contexts.
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