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Aim 
A better understanding of the scope of the National Cancer Strategic Framework (NCSF) could lead to 
improvements aiding the framework’s ultimate objective of reducing the burden of cancer. Accordingly, this 
report evaluates whether the 2017-2022 NCSF adequately addressed issues related to childhood cancer 
treatment, in particular paediatric oncology medicines. 

Methods 
To identify determinants of current access to childhood oncology medicines in South Africa, in-depth 
interviews were conducted with 29 stakeholders in South Africa’s public and private healthcare sectors. Key 
health system stakeholders included policy makers and regulators, medical insurance scheme informants, 
medicine suppliers, healthcare providers and civil society stakeholders. Identified barriers were categorised 
according to the components of the pharmaceutical value chain, and combined with a health systems 
approach to acknowledge the linkages of medicines with other building blocks of the health system. Identified 
barriers were then compared to the limitations and interventions as discussed in the 2017-2022 NCSF to 
identify areas for improvement in the framework. 

Findings 
Three recurrent gaps in the NCSF in relation to childhood cancers were identified, representing a range of 
issues throughout the pharmaceutical value chain: 1) childhood cancers are neglected compared to adult 
cancers, in both the policy arena and the organisation of healthcare services; 2) there are particular challenges 
for childhood cancers due to their rarity, thus requiring targeted interventions (e.g., regulatory incentives, 
tailored pricing solutions, and customised evidence requirements by decision-making bodies); and 3) children 
must be accompanied by a caregiver during treatment, causing several social and financial issues for their 
families. 

Conclusions 
There is a pressing need for a strategic cancer plan that makes proper provisions for children. Such an 
endeavour must commence with acknowledging the areas in which childhood cancers are different from adult 
cancers, and which demand targeted intervention in an update of the NCSF. 

Introduction 

Childhood cancer comprises a diverse range of heteroge
nous cancers that manifest in children and adolescents.1 

These cancers differ from cancers affecting adults in two 

key aspects. First, they have a distinct aetiology, different 
tumour biology and microscopic appearance, and pri
marily arise in developing tissues and organs. Second, 
childhood cancers are often aggressive and marked by 
rapid growth over a short time.2 Paradoxically, their 
rapid growth also renders them more susceptible to 
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chemotherapy compared to many adult cancers. Timely 
initiation of treatment, which may also include surgery 
and radiotherapy, often holds the potential for a cure.1 

In South Africa, approximately 1 000 children under 
the age of 19 receive a cancer diagnosis every year.3 

However, this figure is believed to account for less than 
half of those who develop cancer.4 Despite the relatively 
small number of children affected by childhood cancers, 
the disease is an emerging challenge in South Africa and 
other low- and middle-income countries (LMICs).4,5 Sur
vival rates of approximately 50% for childhood cancers 
in South Africa as compared to those in some high-in
come countries (reported to be as high as 80-90%6) are 
of great concern.7,8 Known reasons for these poorer sur
vival rates are diverse, and include late diagnosis of the 
disease, a lack of treatment capacity at healthcare facili
ties, physical obstacles to using healthcare services, and 
barriers in accessing cancer medicines through unafford
able prices, stock-outs, and discontinued manufacturing 
of essential medicines.9‑11 

The 2017-2022 National Cancer Strategic Framework 
(NCSF) was intended to guide health legislation and pol
icy-making for cancers at all levels of the health system, 
through outlining key interventions and establishing a 
single platform to coordinate the different activities and 
stakeholders.4 As the core framework and development 
plan, the NCSF should have included all those affected 
by the disease, including children. Although the NCSF 
identified childhood cancer as a national priority, policy 
analyses conducted in the context of other LMICs have 
shown that policy directives for childhood cancers are 
often vague, hindering progress and resource alloca
tion.12‑14 Hence, this report evaluates whether the 
2017-2022 NCSF adequately addressed issues related to 
childhood cancer, and identifies specific concerns for this 
population for future policy-development. Considering 
that childhood cancers are more reliant on chemother
apy than adult cancers,1 the paper focuses on paediatric 
oncology medicines in particular. 

Methods 

Data source and method triangulation15 were employed 
to contextualise quantitative and qualitative data gener
ated in prior research to the NCSF, using the following 
data sources: 

Quantitative data derived from an analysis of policy 
documents 

Alignment of key pharmaceutical processes in the con
text of essential childhood cancer medicines was studied 
through a comparison of the World Health Organization’s 
(WHO) Model List of Essential Medicines for Children 
(EMLc); the registered health products database of the 
South African Health Products Regulatory Authority 
(SAHPRA); the National Essential Medicines List (NEML), 
and relevant tender documents for antineoplastics and 
supportive medicines.16 

Qualitative data generated through individual in-
depth interviews with stakeholders in the pharma
ceutical value chain 

A health systems analysis was conducted to identify bar
riers and facilitators in access to childhood cancer treat
ment and medicines in South Africa. Twenty-nine semi-
structured, in-depth interviews were conducted with 
professional stakeholders in the pharmaceutical value 
chain, including policy makers and regulators (n = 7), 
medical insurance scheme informants (n = 5), medicine 
companies and suppliers (n = 7), healthcare providers (n 
= 6), and civil society stakeholders (n = 4).17 Interviews 
were conducted between September and November 
2022 and questions covered aspects related to gover
nance, financing, social aspects and service, and medi
cine delivery. The barriers and facilitators identified were 
categorised according to a recently developed frame
work that covers core processes within the pharmaceu
tical value chain and broader health system, i.e., policy 
and legislation, medicine regulation, public financing and 
pricing, selection, reimbursement, procurement and sup
ply, healthcare delivery, dispensing, and use.18 

Qualitative data derived from focus group discus
sions with caregivers of children with cancer 

Four semi-structured focus group interviews (three in the 
public sector context and one in the private sector) were 
conducted with caregivers of children with cancer to ex
plore their experiences in accessing and using cancer 
services.19 A total of 22 caregivers (20 caregivers of chil
dren receiving care in the public health care system and 
two in the private sector) participated in the sessions, 
organised in October and November 2022. Participants 
were asked about the cancer journey, the impact of the 
diagnosis and treatment on their lives and that of their 
family, whether they received support, their experiences 
in accessing care services, financial experiences and 
costs incurred, and any unmet needs during the cancer 
journey. 

Barriers in access to childhood cancer care identified 
in each source were extracted and triangulated to create 
a complete overview of barriers in access to childhood 
cancer treatment, and then compared to the limitations 
and interventions as proposed in the 2017-2022 NCSF.4 

Identified barriers were perceived as addressed if any 
reference was made to the barrier in the NCSF, whether 
literally or implied, in either the limitations, the descrip
tion of different service delivery platforms, or in the pro
posed strategies and goals. A reference did not need to 
be specific to childhood cancers, but could be more gen
eral. 

Subsequently, the authors engaged in a consensus 
process by leveraging the data and explanations pro
vided in the individual studies to assess which barriers 
predominantly affect treatment of childhood cancers 
and hence require particular intervention, and which is
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sues have broader implications yet warrant special con
sideration regarding their impact on children. 

Findings 

A total of 59 barriers, differing in size and impact on ac
cess to childhood cancer treatment and medicines, were 
identified through the triangulation of policy documents, 
stakeholder interviews, and focus group sessions. The 
barriers include some unique to childhood cancer, along
side obstacles applicable to other cancers or popula
tions, as well as general health system challenges that 
also have an impact on childhood cancers. 

Twenty-five of the barriers arising from the research 
are acknowledged in the NCSF. Nonetheless, five of those 
barriers require additional intervention to ensure access 
for children as well. Of the 34 barriers not addressed in 
the NCSF, six predominantly affect children and hence 
require specific intervention to ensure access. Another 
11 barriers have broader implications for the general 
population, but nonetheless warrant special considera
tion in the context of childhood cancer so as not to ne
glect their needs. Although general action may still be 
needed to address the remaining 17 barriers, no specific 
intervention for children would be required. An overview 
of all barriers assessed, as well as whether they are ac
knowledged in the NCSF, and whether they require spe
cific intervention or consideration for children, is pro
vided in Table 1. 

The next sections exclusively outline those barriers 
that require particular intervention or consideration in 
the context of childhood cancers. 

Policy and legislation 

Several professional stakeholders indicated that no con
crete political priority is given to childhood cancer, result
ing in a lack of targeted strategies for childhood cancers. 
This is most likely due to the small number of children af
fected compared to adults. Some of the barriers are in
herent to rare diseases (described in more detail below), 
and specific interventions for cancers affecting smaller 
patient numbers, incorporated within the larger strategic 
framework, are thus appropriate. 

Within national legislation, stakeholders also high
lighted significant issues with the Single Exit Price (SEP) 
policy. Specifically, they expressed dissatisfaction with 
the policy, since the underlying basis on which launch 
prices are determined by manufacturers remains non-
transparent. The policy also induces higher pricing due 
to external reference pricing schemes by other countries. 
Additionally, although pharmaceutical suppliers indi
cated willingness to provide medicines at lower prices 
to small patient populations based on compassionate 
grounds, the current pricing policies offer no flexibility 
for discounting. A permanent price reduction is not de
sired by manufacturers because the SEP policy requires 
the launch and subsequent changes in prices to be made 
public, and manufacturers are not willing to have a lower 

price made visible to other countries. Exemptions, such 
as permitting discounting for rare diseases, may provide 
particular opportunities to amend the SEP policy. 

Medicine regulation 

To encourage registration of orphan medicines, stake
holders indicated that there is a need for regulatory in
centives such as expedited approvals, exemptions from 
importation requirement (including post-importation 
testing and local packaging requirements), or reductions 
of value-added taxes (VAT), all of which could increase ac
cess to some of the innovative childhood cancer medi
cines. 

Section 21 provides an alternative access pathway for 
medicines that are not (yet) registered in the country 
(or medicines that were deregistered) on a named pa
tient basis. Several essential childhood cancer medicines 
are only accessible through this pathway. Some suppliers 
even indicated they prefer this access pathway for small 
patient populations, given that the SEP policy does not 
apply to Section 21 medicines and discounted prices are 
thus possible. However, this pathway was also associated 
with increasingly higher pricing for small patient groups, 
because the relative contribution of additional costs for 
freight, post-importation testing, and local packaging in
creases when the patient population decreases. Addi
tionally, considerable delays in acquiring the products 
may occur due to administrative processes, the time it 
takes to ship them from Europe or the Americas to South 
Africa, and subsequent clearance by Customs. Increas
ingly higher pricing and further delays could be avoided if 
exceptions were in place for rare diseases such as child
hood cancers. 

Finally, although deregistration of older products was 
highlighted as a problem in the NCSF, the issue has a 
particular impact on children because treatment of child
hood cancers is so reliant on those traditional 
chemotherapeutics. 

Public financing and pricing 

Childhood cancer medicines are primarily listed on the 
NEML for tertiary and quaternary level of care, and there
fore financed through the National Tertiary Services 
Grant (NTSG). No specific part of the budget is allocated 
to childhood cancers. This budget may also be used to 
acquire medicines that are not on the NEML. In practice, 
healthcare professionals indicated that they were unable 
to access the NTSG budget when attempting to acquire 
medicines for childhood cancer treatment because the 
budget had been exhausted elsewhere. Considering that 
childhood cancer medicines are confined to the NTSG, 
children are particularly affected by the lack of trans
parency of NTSG spending and potentially inequitable al
location. 

The previous system of temporary care grants has 
been abolished. If it were reinstated, care grants could 
be awarded to families of children undergoing cancer 
treatment to cover the additional costs associated with 
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Table 1. Barriers in access to childhood cancer treatments acknowledged in or missing 
from the NCSF, and those requiring specific intervention or consideration for children 

Barriers identified through triangulation Addressed in 
NCSF? 

Attention 
required? 

Health information systems 

Lack of monitoring taking place for cancers ✓ ✓ – 

Policy and legislation 

Lack of political priority given to childhood cancers × ! 

Policy-making to implementation gap ✓ ✓ – 

Lack of multi-stakeholder engagement in policy-making ✓ ✓ – 

Transparency and pricing problems in SEP policy × ? 

Medicine patent laws have various shortcomings ✓ ✓ – 

Medicine regulation 

More regulatory efficiency needed to avoid duplication × – 

Need for regulatory incentives or exemptions × ! 

Medicines not registered or older products deregistered ✓ ✓ ? 

Issues in pricing and reimbursement of section 21 medicines × ? 

Public financing and pricing 

Concerns about allocation of provincial budgets ✓ ✓ – 

No transparency in spending of Tertiary Services Grant × ! 

No temporary care grants for families × ! 

Medicine or equipment donations are not sustainable × – 

Medicines are high priced ✓ ✓ – 

Alternative payment models needed for innovative products × – 

No formal Health Technology Assessment process × – 

Selection 

Review of tertiary Essential Medicines List (EML) needed × ! 

High evidence requirements for EML × ! 

Oncology medicines should be classified as vital on EML × – 

New additions to the EML can be unfunded mandates × – 

Lack of Standard Treatment Guidelines for childhood cancers × ! 

Concerns about decision-making of Pharmaceutics and Therapeutics 
Committees 

× ? 

Reimbursement 

Incomplete insurance coverage for cancers ✓ ✓ – 

Members forced to leave insurance plans × – 

Grey areas in what must be minimally insured × – 

More clarity in regulations needed × – 

Concerns about decision-making for ex-gratia payments × – 

Barriers identified through triangulation Addressed in 
NCSF? 

Attention 
required? 

Procurement and supply 

Process issues with national tender system ✓ ✓ – 

Alternative procurement strategies needed ? 
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Barriers identified through triangulation Addressed in 
NCSF? 

Attention 
required? 

Lack of urgency from procurement team × ? 

Concerns about buy-outs of medicines × – 

Unavailability and stock-outs of medicines ✓ ✓ – 

Poor distributions systems ✓ ✓ – 

Healthcare delivery 

Lack of diagnostic capabilities leading to late diagnosis ✓ ✓ – 

Inadequate referral systems including repeated transfers ✓ ✓ ? 

Primary healthcare level training inadequate in public sector ✓ ✓ – 

Primary healthcare level insufficiently utilized in private sector × – 

Lack of healthcare professionals across healthcare levels ✓ ✓ – 

Lack of formal training and accreditations for childhood cancers ✓ ✓ ! 

Lack of diagnostic and radiology resources ✓ ✓ – 

Lack of psychosocial support ✓ ✓ – 

Lack of priority given to palliative care services ✓ ✓ – 

Delays in care or defaulting owing to complementary and traditional care ✓ ✓ – 

Child-specific services not catered for × ! 

Dispensing 

Gaps in safe and controlled preparing and administering of medicines × ? 

Lack of clinical responsibility of pharmacists × – 

Use(r) 

Inability to travel owing to financial strain ✓ ✓ ? 

Symptomatology accepted as part of life ✓ ✓ – 

Normal functioning family and work life disrupted × ? 

Defaulting on treatment ✓ ✓ – 

Frustration with healthcare system × – 

Dietary requirements owing to cancer treatment × ? 

Barriers identified through triangulation Addressed in 
NCSF? 

Attention 
required? 

Cross-cutting themes 

Advocacy needed at all levels × – 

Lack of awareness on and preparedness for childhood cancers ✓ ✓ ! 

Lack of awareness on health system components × – 

Lack of knowledge on bone marrow donations × ? 

Inequities in care and services provided × – 

Lack of funding for non-governmental organisation that provide critical 
services 

× – 

(✓) = Confirmed or implied in analysis of limitations or proposed interventions; (×) = Not confirmed in analysis of limitations or proposed interventions; (!) = Specific interven
tion required for childhood cancers; (?) = Warrants special consideration regarding impact on childhood cancers; (–) = Does not require particular intervention or consideration 
for childhood cancer. 

treatment. At this time, only children with a permanent 
disability, such as those who have had a limb or eye re
moved due to cancer, qualify for a permanent disability 
grant. However, this excludes most children with cancer. 

These findings demonstrate that particular advocacy is 
needed for children about this issue. 
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Selection 

With the inception of the NEML and Standard Treatment 
Guidelines (STGs), public healthcare in South Africa has 
been rationalised and limited resources have been used 
effectively. With that, the NEML and STGs are key in pro
viding access to medicines, thus essential childhood can
cer medicines missing from the NEML lead to a cascade 
of complications. Policy-makers and regulators indicated 
that the current tertiary/quaternary NEML is still adult-
dominated, and limited attention has been paid to paedi
atric indications since inception of the list. They advised 
that a thorough review of the completeness of the NEML 
is necessary, with active involvement from paediatric on
cologists, along with development of STGs for some of 
the more prevalent childhood cancer types to increase 
accountability and access. 

Paradoxically, stakeholders indicated that it is difficult 
to have paediatric oncology medicines added to the 
NEML due to the strict criteria and evidence require
ments applied by the Selection Committee. It is widely 
known that clinical evidence in children is often missing 
or weak, which is even more pronounced for rare dis
eases.2 In many cases, expert opinion constitutes the 
core type of evidence, which is not accepted by the Com
mittee. Therefore, the high evidence requirements pre
clude orphan medicines from being added to the NEML. 

If medicines are not included on the NEML, access to 
them can only be attained after approval from an in
stitutional or provincial pharmaceutics and therapeutics 
committee (PTC), usually paid for from the NTSG. The 
PTC appraises a request based on the justifications pro
vided by the healthcare provider and the evidence pre
sented. This process is associated with numerous obsta
cles, in addition to the issues associated with accessing 
the NTSG budget. Specifically, stakeholders expressed 
concerns because the PTC members often have no ex
pertise in childhood cancers. It was felt that medicines 
for childhood cancers were not getting approved be
cause the committee members did not understand the 
urgent need for these medicines. Additionally, high evi
dence requirements, similar to those for the NEML, pre
clude these medicines from approval. Finally, there is no 
transparency and consistency in the decision-making of 
the PTCs, and the process can be delayed for up to four 
weeks. As such, revised and transparent procedures are 
necessary to facilitate better access to cancer medicines 
not listed on the NEML, including paediatric oncology 
medicines. 

Procurement and supply 

To increase manufacturers’ interest in the South African 
market, and that of other countries in the region, the 
possibilities for multi-country pooled procurement 
should be investigated. This is particularly relevant for 
diseases with small patient numbers, such as childhood 
cancers. 

In addition to this, healthcare professionals who were 
interviewed experienced a lack of understanding and ur

gency from other professionals involved in the procure
ment of medicines. It was felt that impending stock-outs 
were not communicated timeously by members of pro
curement teams and that little effort was made to re
solve any issues urgently. The usually aggressive child
hood cancers are specifically impacted by this perceived 
lack of understanding and efficiency. Additional training 
of professionals working in the procurement and distrib
ution chain is needed, as well as more efficient set-up of 
the procedures involved. 

Healthcare delivery 

Many barriers to the delivery of cancer services were al
ready addressed in the NCSF, but three barriers require 
special intervention or consideration for children. First, 
inadequate referral pathways may have a more pro
nounced impact on children because childhood cancers 
are treated in public sector facilities concentrated in the 
Western Cape and Gauteng. Hence, some children and 
their caregivers need to travel long distances, often 
crossing provincial borders, for treatment. This further 
disrupts family life and hampers frequent commuting be
tween the treatment facility and the place of residence. 
Additionally, caregivers indicated that multiple referrals 
from facility to facility were needed during the diagnos
ing, staging and treatment of the cancer. These put con
siderable strain on families, particularly since travel is as
sociated with high costs. The NCSF recognises that more 
efficient referral pathways are needed and that the sec
ondary level of care may be skipped for cancers. To avoid 
delays and reduce strain on caregivers, this special pop
ulation could be considered as a test group if alternative 
referral pathways are tested. 

Second, the lack of skilled healthcare professionals 
was highlighted in the NCSF, which includes a significant 
lack of nurses specialised in childhood oncology and pae
diatric oncology pharmacists. Contributing to this short
fall, there is a particular deficit of training programmes 
and opportunities in this critical field, significantly im
pacting the quality of care. Establishing continuous de
velopment tracks with periodic retraining and retesting is 
imperative to maintain consistent skills in childhood on
cology nursing and pharmacy. 

Healthcare providers noted a third substantial gap: 
some hospitals, although offering childhood oncology 
services, do not specifically cater to the needs of children 
with cancer. A striking example is the closing of hospital 
pharmacies over the weekend, even though some pae
diatric chemotherapy regimens continue over the week
end. This constitutes an urgent organisational gap that 
needs to be addressed locally. 

Dispensing 

Healthcare professionals expressed that there are gaps 
in the preparing and administering of oncology medi
cines, including those for children. Safe administration 
may be threatened because staff are not adequately 
trained to administer chemotherapy to children. In ad
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dition to this, the quality of oncology medicines may be 
compromised because the controlled environment 
needed to prepare these medicines, such as a laminar 
airflow cabinet, is not available in all treatment facilities. 
This particularly affects small-scale private sector cancer 
facilities as well. Additionally, healthcare providers indi
cated that when pharmacy services are not continuously 
available, medicines may be prepared by untrained in
dividuals in an uncontrolled environment. Children are 
at greater risk for compromised quality of care because 
they typically depend on liquid or intravenous dosages 
forms. 

Use 

Financial strain was emphasised as an important concern 
by caregivers due to travel requirements and the specific 
dietary requirements of children undergoing chemother
apy. Because children are typically accompanied by a 
caregiver, an added burden stems from double travel ex
penses and the necessity for caregivers to arrange their 
own accommodation and cover their own food expenses. 
Although non-governmental organisations provide signif
icant assistance to caregivers through accommodation 
facilities and meals, caregivers continue to experience 
considerable strain. Moreover, their professional life and 
their family’s dynamics may be disrupted due to con
tinued absence. This, in turn, exerts emotional and psy
chological pressure on the caregiver and the child. The 
need for nutritional and financial support, for example 
through temporary care grants, (see ‘Public financing and 
pricing’) was thus highlighted. 

Awareness 

Awareness raising and education campaigns were high
lighted as key interventions in the NCSF, yet this study 
identified a significant gap in their scope because cam
paigns aimed at lifestyle interventions and screening are 
of minimal relevance for childhood cancers. Through the 
discussions with caregivers, it became evident that many 
South Africans are not aware that cancer can also affect 
children. This lack of awareness, among both the general 
public and healthcare professionals working in primary 
healthcare, makes timely diagnosis less likely. There are 
important opportunities to increase awareness of child
hood cancer by actively engaging schools and other early 
childhood development systems. 

Finally, bone marrow transplantations are lifesaving 
therapies for some childhood cancers, but a general lack 
of awareness and knowledge on this topic, among care
givers of recipients and especially potential donors, was 
identified as an important barrier. To broaden access to 
this life-saving therapy and enable more children to ben
efit from bone marrow transplantations, an expanded 
pool of donors, especially from non-white racial back
grounds, is essential. 

Discussion 

Analysis of the 2017-2022 NCSF revealed a range of gaps, 
indicating that although the framework provided a gen
eral understanding of overarching issues along the phar
maceutical value chain, it failed to address the specific 
needs of children. Essentially, the gaps can be distilled 
into three aspects: 1) a tendency to neglect childhood 
cancers compared to adult cancers; 2) the distinct chal
lenges arising from the rarity of childhood cancers re
quire targeted interventions; and 3) children are typically 
accompanied by a caregiver during treatment, putting 
additional emotional and financial strain on their fami
lies. The findings underscore the need for a strategic can
cer plan that arranges appropriate measures for children 
across the health system, as well as for medicines specif
ically. 

The neglect of childhood cancer was evident along the 
value chain, spanning the policy arena, regulatory and 
selection processes, and extending to the organisation 
of healthcare services. However, the omission of child
hood cancer from the broader cancer agenda is paradox
ical. Despite being consistently emphasised as a priority, 
the NCSF is adult-dominated and fails to propose any in
terventions or strategies specifically tailored to address 
the unique needs of children. This irony becomes more 
apparent when considering the NCSF’s own emphasis 
on prioritising curable cancers to optimally allocate lim
ited resources, a category that includes childhood can
cers,1 and the Constitutional obligation to realise chil
dren’s health.20 

The deficient policy commitments to childhood cancer 
are in line with findings in other LMICs, where vague 
directives have previously been described and high
lighted.12‑14 Historical prioritisation of communicable 
diseases over non-communicable diseases has con
tributed to this deficiency.14 The desirability and feasibil
ity of expanding access to non-communicable diseases 
and smaller patient populations and the attitudes of 
South African policy-makers therein should be explored. 
At the same time, there are also reports of LMICs that 
have succeeded in creating political priority for childhood 
cancers and establishing sustainable financing21 in which 
civil society engagement was instrumental. Additionally, 
childhood cancer, with its relatively high cure rates in a 
manageable patient pool, could function as a test cohort 
for cancer policy interventions, for it has been hypothe
sised that successful childhood cancer programmes may 
have a positive spill-over effect to benefit adult can
cers.22 This could ensure improved access for both pop
ulations. 

To enhance prioritisation, there needs to be recogni
tion that childhood cancers are distinct from adult can
cers and may have different requirements. While there 
are notable similarities and interventions that could ben
efit other cancers, it is crucial not to overlook issues ex
clusive to children or those affecting them differently. In 
the present study, the key items that are of specific con
cern for children and warrant attention have been high
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lighted. Without this recognition, proper provisions can
not be made for this special population in an updated 
strategic framework. 

The rarity of childhood cancers poses challenges in 
access but at the same time provides opportunities 
through numerous policy instruments such as regulatory 
incentives, tailored pricing solutions, and customised ev
idence requirements by decision-making bodies.23 How
ever, fundamental to such prioritisation is an operational 
definition of what constitutes a rare disease in the South 
African context. Notably, any interventions aimed at 
childhood cancers could thereby extend benefits to other 
rare diseases, mitigating some of the challenges associ
ated with those diseases and promoting more equitable 
access.24,25 

The emotional and financial toll of childhood cancer 
on families has been described in the context of other 
LMICs and was confirmed in the present study.26‑28 Al
though the NCSF acknowledged the financial, geograph
ical, and logistical barriers associated with cancer treat
ment, this study hypothesises that these barriers have a 
more significant impact on families faced with childhood 
cancers. This impact can be attributed to the highly con
centrated provision of childhood cancer care and the fact 
that these patients are typically accompanied by a care
giver who requires food and accommodation. Temporary 
care grants should be reinstated and nutritional support 
programmes introduced to relieve the pressure on these 
children and their families. 

A notable strength of this study’s approach lies in the 
triangulation of quantitative and qualitative data derived 
from three distinct methodologies. This resulted in a 
comprehensive overview of barriers to access for child
hood cancer treatment, allowing for a meaningful com
parison with the NCSF. In line with the NCSF, a health sys
tem perspective was adopted. However, by specifically 
focusing on the medicines in the health system, this re
search was able to uncover barriers that might have oth
erwise been overlooked. Although the study was on bar
riers specifically relevant to children, the analysis also 
uncovered a range of barriers that apply to adult can
cers, revealing opportunities for further expansions of 
the framework to the general population. 

This study inherits limitations from the data sources 
utilised. Furthermore, during stakeholder interviews, 
clarity was not always achieved regarding whether iden
tified barriers were specific to children or had broader 
implications. In such instances, a consensus approach 
was employed by the authors to deduce the barrier’s im
pact, introducing a potential for different interpretations 
of the data. 

Recommendations 

In order to improve survival and reduce the burden of 
childhood cancer on South African families, representa
tion of issues that affect children in a future update of 
the NCSF is key. This begins with acknowledging that 
childhood cancers are a distinct group of cancers re
quiring targeted interventions. Fundamental therein, is a 
clear operational definition for rare diseases and orphan 
medicines, facilitating prioritisation in the pharmaceuti
cal value chain. To further improve access to childhood 
cancer medicines, there is a need for flexible pricing so
lutions and exemptions from importation requirements, 
as these medicines cannot benefit from bulk purchasing. 
Additionally, multi-country pooled procurement should 
be investigated, taking into account the learnings of pre
viously failed and successful attempts in other regions.29 

To ensure sufficient budget for procurement of child
hood cancer medicines, NTSG spending must be made 
transparent to assure its equitable allocation. Given its 
crucial role in ensuring access to medicines, a thorough 
review of the NEML regarding childhood cancer medi
cines is urgently needed, and the benefit of STGs for 
prevalent childhood cancers should be explored. Fur
thermore, PTC procedures, including their evidence re
quirements, expertise of committee members, and ad
ministrative processes, must be amended for swift and 
equitable access. The implementation of continuous 
training programmes on childhood cancer medicines, 
whether for nurses, pharmacists, or supply chain staff, 
is pivotal in delivering high-quality care and should be 
initiated promptly. Broader health system interventions 
include nutritional and financial programmes which are 
urgently needed to alleviate strain on children and their 
families. Finally, awareness programmes targeting child
hood development systems will provide important op
portunities for earlier diagnosis. 

Conclusion 

The findings of this study exposed a tendency within the 
2017-2022 NCSF to overlook the distinct challenges asso
ciated with childhood cancers and the medicines needed 
to treat them. The aspects in which childhood cancer 
medicines are different from adult cancer medicines 
should be acknowledged and warrant special provisions 
in a future update of the NCSF. Without this recognition, 
proper arrangements cannot be made to improve access 
to childhood cancer medicines, nor can the Constitu
tional obligation to ensure children’s health be realised. 
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Abbreviations 

Abbreviation Description 

EMLc Essential Medicines List for Children 

LMIC low- and middle-income countries 

NCSF National Cancer Strategic Framework 

NEML National Essential Medicines List 

NTSG National Tertiary Services Grant 

PTC Pharmaceutics and Therapeutics 
Committee 

SAHPRA South African Health Products 
Regulatory Authority 

SEP single exit price 

STG standard treatment guidelines 

WHO World Health Organization 
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