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Background: Many childhood cancers are treatable with cure rates between 70% and 80% in
well-resourced countries, while approximately 80% of African children with cancer die without
access to adequate care. South Africa has an established oncology health care service with
overburdened infrastructure, low cancer awareness in the primary health care service and
widespread service delivery challenges.

Aim: The aim of this study was to explore, document and analyse the subjective experience of
childhood cancer-related challenges in South Africa, and to make the results available to
stakeholders.

Setting: A total of 58 patient-participants (childhood cancer patients, parents and guardians
of children with cancer) and 10 paediatric oncology workers (oncology social workers,
oncology nurses and interim home carers) were selected from tertiary oncology centres and
from the Childhood Cancer Foundation of South Africa (CHOC) interim care homes across
South Africa.

Method: Participants were selected via convenience sampling and qualitative data were
derived from face-to-face photovoice interviews conducted by psychologists and social
workers and supported by translators when necessary.

Results: Nine themes of cancer challenges were identified via thematic content analysis of the
photo-narratives, that is, physical and treatment challenges, emotional, poor services,
transport, finances, information, powerlessness, stigma and schooling challenges.

Conclusion: Lack of awareness and knowledge about cancer at the African traditional healer,
primary and regional health care service levels were frequent challenges. Important feedback
included lack of patient-centred care, separation of children with cancer from guardians,
diagnostic delays, permanent disabilities for children because of cancer, emotional trauma,

special needs of teenagers and a lack of community and palliative care support.

Introduction

Many childhood cancers are treatable with cure rates of up to 80% in well-resourced countries.
With an emphasis on communicable diseases, low-and middle-income countries (LMIC) including
those in Africa have not prioritised cancer or childhood cancer in public health policy,* and it is
suggested that approximately 80% of African children with cancer still die without access to
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adequate care.!**

Accurate data about childhood cancer and the impact of the disease are rare in Africa,® and
South Africa (SA) is the only country with a national childhood cancer registry.*® Frequent late
stage presentation and high mortality make cancer a serious public health issue throughout
Africa’®® and better outcomes for children with cancer depend on improved cancer planning,
resource development and access to care.'?

Photovoice methodology' was chosen as a qualitative research tool because it encourages
storytelling about everyday life, is a user-friendly information capturing tool" and can facilitate
information flow from service users to health care stakeholders.!” Photovoice data collection has
been used with both children' and adults in health research and advocacy for social change.'***
Through the qualitative information encoding of photovoice narratives, photovoice material has
also been used as a source of qualitative data.”
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In response to the very limited research on the subject, this
study explores the subjective experience of cancer-related
challenges in SA in a sample of parents or guardians of
children with cancer, young patients with cancer and
paediatric oncology workers.

Research methods and design
Study design

This qualitative, participatory action research design'
facilitates the direct use of participant views of childhood
cancer-related challenges (i.e. photo-stories), in social action
(i.e. cancer advocacy).

Aim

The aim of this study was to document and thematically
analyse photovoice contributions of childhood cancer-related
challenges in SA, to promote understanding of the childhood
cancer care landscape and for photovoice contributions to be
used for cancer advocacy.

Setting and study population

A total of 58 parents and guardians of children with cancer,
childhood cancer patients themselves (called patient-
participants) and 10 paediatric oncology workers were
selected via convenience sampling from tertiary oncology
centres and the Childhood Cancer Foundation of South
Africa (CHOC) interim care homes across SA. The patient-
participants comprised 36 mothers, 12 grandmothers, 3
fathers, 1 female (19 years) and 1 male sibling (22 years), 1
aunt and 3 female children and 1 male child who had cancer.
Four children were interviewed without input from their
parents: three young female patients aged 11, 11 and 13 years,
and a young male patient aged 17 years.

Data collection

All participants were interviewed via face-to-face interviews
using photovoice methodology and by clinical social
workers or psychologists to ensure that interviews were
sensitively patient-centred. Information about age, gender,
hometown, treatment town, public or private medical care
and childhood cancer type was also collected. Two open-
ended questions were asked in the photovoice interview
process and answers were documented as colloquial
narratives (Question 1: What would you like to say about
having cancer or about someone close to you who has had
cancer? Question 2: Are there specific problems that you think
need to be spoken about so that things can be improved?).

Participants were invited to choose a photographic image
that could represent their story; cameras were provided
and participants were supported through the playful
activity of taking a photograph that visually referred to
their story (Figure 1). The photograph was then combined
with the documented photo-narrative to form a set of
advocacy materials (Figure 2). Written consent was obtained
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Source: Photo by Lynn Edwards

This photograph was titled ‘Mothers supporting each other’ and had a message about the
importance of peer-support for parents of children with cancer, that is, ‘I chose to take this
photograph because the help of the other mothers is so important when your life is turned
upside down. (PvM214, Mother of 7-year-old son; liver cancer; Port Elizabeth)

FIGURE 1: An example of a photograph chosen to illustrate the message of the
photo-story.

ADVOCACY ISSUES: STAN
Emotional trauma

Loss of normal life for teens
Schooling

17 year old teenager
lymphoma, Newlands
PvM 226

STANDING UP FOR YOURSELF
It is hard to feel normal because | am a young person and | don’t
always feel very well and am not doing what other young people do.
It is not easy to go out with my friends because they are all having
fun, are very active and often stay out late.
They do feel a lot for me but it does not matter because they are at
school and doing their normal lives. | can't keep up with them. |
have got close to my family but sometimes | am snappy with them
because they are always around and worried. I hate to see how this
is upsetting them so much. L
People treat you like a patient instead of just like a person who still
has interests and who feels like themselves on the inside. | want to
be treated like more than just a sick person.
It helps if people do normal things with me, this makes me feel
more worthwhile as a person and like | am still me.

MESSAGE OF THE PHOTO: | chose this photo because | am trying to survive like this rock is
standing up to the sea.

Source: Photo by Lynn Edwards

FIGURE 2: An example of a photovoice advocacy poster comprising the selected
photograph and the associated photo-narrative.

for participation in this study and for the use of photovoice
contributions in advocacy projects such as exhibitions,
education material, stakeholder feedback meetings and
patient information resources.

Data analysis

Content analysis and inductive thematic encoding'® of
the colloquially documented photo-narratives were then
applied using three coders to support validity through
triangulation and inter-coder reliability."” Coding was done
into categories of similar content and nine themes of cancer
challenges emerged.

Ethical consideration

A team of multiracial, multilingual, female professional
social workers and psychologists conducted patient-centred
photovoice interviews working with translators to
accommodate illiteracy and indigenous languages. Ethical
review and clearance was granted by the Ethics and Research
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Committee of the Medical Research Council of South Africa
(EC006-3/2014), and strict guidelines for informed written
consent for both adults and children (and from parents and
guardians in the case of children) were adhered to.

Results

A total of 58 patient-participants and 10 oncology care
workers were interviewed from 41 different towns of
residence across the country and representing 9 regions (i.e.
Eastern Cape: 16; Free State: 4; Gauteng: 13; Kwazulu-Natal:
15; Lesotho: 2; Limpopo: 5; North West: 7; Northern Cape: 2;
and Western Cape: 4). The analysis yielded little difference in
the findings between the patient-participants and oncology
care workers. Where of interest, the patient-participant results
are distinguished; otherwise, the results are reported together.
Fifty-two (77%) patient-participants lived further than 50 km
from an oncology tertiary treatment centre and were noted as
distant-to-treatment residents. The ages of the children with
cancer who were represented by the patient-participant
photovoice interviews ranged from 8 months to 18 years of
age, and 14 different cancer diagnosis as understood by the
patient-participants themselves were reported, that is, acute
lymphoblastic leukaemia (n = 23), kidney cancer (n = 9)
and brain cancer (n = 8), lymphoma (n = 5), cancer of the eye
(n = 3), myoepithelial carcinoma (n» = 2), Fanconi anaemia
with leukaemia, sarcoma, rhabdomyosarcoma, abdominal,
liver, thyroid and sinus cancer and one diagnosis was
unknown. After the inductive thematic coding and abstraction
process was applied to the photo-narratives, nine themes of
cancer challenges were identified.

Emotional challenges theme

T feel ill from being so upset all the time.” (PvM315, Mother of
8-year-old son; leukaemia)

Emotional challenges were mentioned by 67 out of 68
participants. Most of the younger children appeared to
cope emotionally when they were secure with their
guardians, while 30 participants spoke of severe parental
and family member distress and anxiety. Parental and
family distress related to subthemes of employment,
financial concerns, separation of families, fear and
uncertainty about the childhood cancer patient’s health
and concern for siblings left at home. Twenty-nine
contributors indicated positive emotional experiences with
high value placed on family and community support
(n = 19), peer patient support (n = 4), positive care from
medical staff (n = 13) and spiritual faith (» = 10). The four
children who participated for themselves in the study all
reported being upset because of missing friends, missing
school, feeling different to their peers and being concerned
about their families.

Information challenges theme

‘Understanding what is happening to your child is very
important.” (PvM222, Mother of 9-year-old daughter; brain cancer)
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Lack of access to information was reported by 28 contributors
and receiving good information was reported by nine
contributors. Serious delays in accessing treatment were
reported as a result of lack of public information about cancer
(n = 16), lack of knowledge of cancer by primary care staff
(n = 7) and low awareness of early signs of cancer by
traditional healers (» = 11). Frustration with inadequate
information about diagnosis and treatment (n = 16), need for
discharge and home nursing information (n = 10) and need
for information about financial assistance and transport
logistics (n = 6) were noted. Parents and guardians reported
exclusion from access to information because of not being
permitted to stay with their children during medical
examinations or at primary and regional hospitals (n = 10),
lack of access to doctors (n = 7), language barriers and the
absence of translation services (n = 4).

Physical and treatment challenges theme

‘Thated having the seizures, it was horrible.” (PvM44, 11-year-old
girl; acute lymphoblastic leukaemia)

Physical challenges were highlighted in 41% of the patient
interviews and included pain and fever (n = 14), sores in the
mouth and ears (n = 3), headaches and seizures (n = 4), appetite
and weight loss (n = 2), loss of teeth (n = 2), low energy (n = 6)
and a bad smell from the nose (n = 1). Side effects of surgery
and radiotherapy were rarely noted and chemotherapy
challenges (n = 8) included nausea, dizziness, fatigue, struggle
with memory, medication side effects, hair loss, trauma of
intravenous cannula and parental anxiety. Disabilities were
noted as traumatic and included losing the ability to walk (n =
3), loss of an eye and blindness (n = 2), facial disfigurement (n
= 1), amputation of an arm (# = 1), mood changes (n = 2) and
loss of speech (n = 1). The trauma of relapse or recurrence of
cancer (n =5) was reported as prolonging separation of families
and escalating emotional trauma and disruption.

Powerlessness challenges theme

‘I was not allowed to stay in hospital with my grandchild as she
was over 8 years, I did not know how to find out what was
happening to her” (PvM287, Grandmother of 10-year-old
granddaughter; acute lymphoblastic leukaemia)

General challenges of powerlessness (n = 20) were mentioned
with specific feelings of powerlessness because of the threat
of cancer (n = 8), lack of communication (n = 8), lack of
understanding of one’s child’s cancer (n = 5) and not knowing
how to cope with cancer (n = 6). Parents indicated issues of
powerlessness when medical staff made decisions that
impacted negatively on them or on their child (n = 8) and in
some traditional communities, mothers were similarly
powerless when they were prevented by their families from
travelling away from home to seek treatment for their sick
child (n = 4). One parent in the study managed to assert
herself in response to an intimidating situation while her
child was in a hospital, while 33 contributors elected to use
photos depicting themselves and family members in their
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photovoice contributions choosing to be personally visible in
their support of the advocacy objectives of the study.

Challenges of poor services theme

“The clinic kept thinking it was worms or HIV and only after 3
months sent him to hospital where he was misdiagnosed with
constipation, and eventually referred to the cancer hospital.’
(PvM283, Mother of 4-year-old son; acute lymphoblastic
leukaemia)

A wide variety of poor services was mentioned (n = 48) with
specific challenges being delays in cancer detection (n = 7),
a lack of confidence in primary health care services (n = 16),
inadequate rural transport to hospitals (n = 2), errors in
diagnosis at the secondary care levels (n = 4) and fears about
delays and worsening symptoms (n = 6). Health care
workers (n = 3) observed children arriving with end stage
disease after parents had been taking them to clinics and
doctors for many months. The challenge of negotiating
referral pathways (n = 4) was aggravated by distance from
tertiary treatment units, and some contributors (n = 7) had
to navigate three or more steps in the referral to tertiary
oncology care.

Otherservice-related challengesincluded delays, overcrowded
waiting rooms, broken radiation machines, dirty facilities,
unavailability of treatments and medications (n» = 12), wards
being under resourced (n = 5), poor infection control (n = 6),
poor conditions for parents staying with children (n = 4), lack
of community support or palliative care (n = 2), no bone
marrow transplant treatment (n = 1), disrespect for the dignity,
comfort and rights of children or their parents (n = 7), nurses
and doctors uncaring (n = 9) and the lack of psychosocial
services (n =9). Positive feedback about good services (n = 26)
included staff being helpful and kind (n = 7), a positive health
facility (n = 3), medical team offering high quality professional
care (n = 15), always being allowed to stay with one’s child
(n = 3), doctors being open and communicative (n = 5),
appreciation for psychosocial services (n = 1) and gratitude for
the CHOC interim care home facilities (n = 7).

Financial challenges theme

‘Iworry about what my family at home will eat because we used
all our money to come for treatment.” (PvM311, Grandmother of
7-year-old grandson; kidney cancer)

Financial stress was frequently reported (n = 24) with
limited and fixed family incomes being particularly
vulnerable (n = 6) and parental fear of not being able to
provide for the family needs being common (n = 32). Loss
of work (n = 23) and threats to employment security (n = 6)
loss of income (n = 14), additional expenses (n = 15),
transport costs (n = 5), treatment costs (n = 3), special
nutritional food costs (n = 2), provisions for being away
from home (n = 4) and poverty (n = 4) all contributed to
financial challenges.
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Conditions of severe financial distress (n = 33), shortages of
food, safe shelter, napkins, milk for babies and so on (n = 7)
and shortages of special requirements to support their child
(n = 8) were also noted. Challenges of poverty such as living
on very small grants (n = 7) (e.g. child support grant R350 per
month, disability grant R1510 per month, old age pension
R1510 per month),'® unemployment (n = 4), single parenting
(n = 2) and lack of availability of financial assistance (n = 10)
were reported.

Transport and travel challenges theme

‘I was not allowed to stay with my child at the hospital so when
he was transferred I met the transport and saw that he was on
the floor of the ambulance on his knees, the nurse at the regional
hospital was very angry to see my child transported in this way.’
(PvM288, Mother of 8-year-old son; acute lymphoblastic
leukaemia)

Twenty-two of the 50 patient-contributors who lived further
than 50 km from an oncology treatment centre, and three of
the eight who lived within 50 km of a treatment centre,
experienced transport challenges. Transport challenges were
a worry and a financial burden (z = 12), with travelling long
distances (n = 5), long waits and sleeping on chairs and
benches overnight at pickup points (» = 6) and not having
money for transport to pick-up point (n = 4) being reported as
challenging. Logistics of transport was routinely managed by
hospitals but problems were difficult to sort out (r» = 10), for
example vehicles being full on arrival (n = 2) and difficulties
with organising transport at short notice (n = 2). A distressing
transport challenge was having to cope with separation from
family (n = 16), and because of financial constraints, one
11-year-old girl travelled unaccompanied return from
Carnarvon to the tertiary hospital at Kimberly (800 km).

Stigma challenges theme

‘I was scared that my neighbours would think that I was cursed
because my husband died and now my grandson has cancer.’
(PvM284, Grandmother of 10-year-old grandson; acute
lymphoblastic leukaemia)

Cultural beliefs and practices (n = 7), a lack of knowledge of
cancer (n = 6), belief that cancer is related to evil spirits (n = 6)
and that tumours, baldness or paralysis indicated
bewitchment (n = 3) were noted as contributing to stigma.
Some families and fathers tried to refute that their children
had cancer and withheld support (n = 6), while some mothers
first took their children to a traditional healer for many
months (n = 2) before being granted family permission to
seek state medical care (n = 2).

Beliefs were reported that cancer was a death sentence (n = 3),
only happened to people who were European (n = 7), was
infectious (n = 7) and was deserving of isolation (n = 7). Some
contributors chose isolation and silence to avoid social
embarrassment and discrimination (n = 6), and this was
illustrated when children avoided school for fear of being
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shunned (n = 6). Shame and embarrassment at a child having
cancer was well reported amongst family members (n = 26)
and could be attributed to ignorance or misconception
(n = 11). Shame encouraged secrecy of diagnosis (n = 8) and
avoidance of extended family (n = 3), which all contributed to
isolation from support (n = 7). One contributor described a
brave response to stigma when she made a decision not to
‘hide’ her baby, and was rewarded when her community was
supportive.

Schooling challenges theme

"My child failed grade one and has to redo it, but there is no
schooling at the hospital, I am very worried about her education.’
(PvM252, Mother of 6-year-old daughter; leukaemia)

Parental concern for loss of schooling and the threat to
education and future prospects (n = 16) was common.
Disruptions to schooling was because of travelling to
hospital, discomforts of cancer and treatments, loss of
contact with home school teachers and parents not able to
help their children with school work (7 = 16). Problems with
hospital-schooling included language barriers (n = 2), no
school service or too few teachers (n = 9). Some young
parents dropped out of their own schooling (» = 2) and
tertiary studies (n = 2), and children with cancer missed
school (n = 6), valued home school teacher support (n = 5),
had dropped out of school (n = 6) and were at high risk of
dropping out (n = 3).

Discussion

In SA, the many challenges to the early diagnosis of
childhood cancer and necessary access to care can be
unmanageable for many and the consequences are late
presentation of symptoms or abandonment of treatment.'??2
It is evident from this study that many family members and
parents of children with cancer persist through challenges
and ultimately get their children to tertiary paediatric
oncology centres.

The limitations of this study were the small sample size, the
uneven distribution of the sample across the country and
the minimal feedback about palliative care. Strengths of the
study were that the methodology was engaging and user-
friendly, and that the use of translators and skilled interviews
ensured that illiteracy and indigenous languages were not
exclusion criteria despite having to contend with the
country’s 11 official languages.”

Almost all contributors noted emotional challenges as a factor
in dealing with cancer and as has been previously found,”
young children with cancer were more scared of treatments
than of cancer and coped as long as they were secure with
their guardians. Parents were the ones who struggled with
intense trauma, distress and anxiety.** Being able to care for
one’s child is known to help parents of children with cancer
to cope, and supporting parental coping is a recognised
strategy which, in turn, is strengthening for their children.?**
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Parents” emotional distress was frequently reported as
overwhelming® and was caused by the burden of lifestyle
cost,* maintaining family life, financial pressures, travelling
away from home to childhood oncology treatment centres,
separation from other children and a sense of powerlessness
to protect one’s child. For adolescents and teenagers, the
emotional struggle of being separated from friends,
awareness of the risk of death®* and missing important
childhood experiences®” requires targeted interventions
given the special emotional needs of this age group.”*
Positive emotional coping was related to rewarding peer
patient and peer-parent relationships, positive medical care,
deepening of family relationships and growth of spiritual
faith. Appreciation for good communication,' kindness and
good medical care confirms other findings that positive
regard by medical personnel is a significant stress-reducing
factor' Many participants reported emotional benefit from
the interview process (n = 31) and most indicated that the
research interview was their first real opportunity to speak
about their experience, which coincidentally evidences the
lack of psychosocial support services through the trajectory
of cancer care.*

Poor standards of information, and lack of cancer knowledge
by primary and other health care workers, is concerning.®*
Busy medical teams, lack of information material in local
African languages, illiteracy and lack of translators or
multilingual medical personnel all act as barriers to
information. Difficulty with access to information or not
understanding information within the medical setting can
encourage feelings of powerlessness, which, in turn, can lead
to dissatisfaction with care® In this study, a number of
parents lacked understanding of their children’s cancer and
expressed uncertainty about how to administer medication
or manage infection control at home and, as reported in other
findings, lack of discharge and palliative care support was
problematic.>*

Physical and treatment challenges were indicated in 41% of
the patientinterviews and competent care that kept children’s
suffering and discomfort to a minimum was highly valued.
Guardians tended to take the brunt of caring for smaller
children with cancer, and teenagers were bothered by
more adult concerns and questions. Permanent disabilities,
disfigurement, psychological changes, blindness, paralysis,
aphasia, cancer recurrence or advanced stage cancer
highlighted extreme levels of suffering with far-reaching
implications for young patients and their families. Challenges
with a lack of community services, home care and palliative
care have been acknowledged in the World Health
Organization global survey on palliative care>* and the need
for a structured community palliative care strategy for
paediatric oncology is a national advocacy priority. Although
the lack of knowledge of cancer by many traditional
healers can delay access to treatments, traditional healers are
an important health resource for many communities and
should be offered structured cancer education and respectful
collaboration.”
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Powerlessness was a commonly reported theme and in
one of its most serious forms, parents and guardians
were excluded from children’s medical examinations or
prevented from staying in hospital (primary or regional
hospitals) with young cancer patients who were older than
7 years. This practice has been observed in other studies®
and besides being draconian and emotionally traumatic
for all, is at odds with both constitutional®” and children’s
rights® and poses a safety risk to children who are denied a
dedicated adult guardian at a time when they are extremely
vulnerable.*** Being assertive in the face of powerlessness
was difficult for many patient-participants and both
language barriers* and poor communication between the
medical team and parents or guardians® compounded this
problem. Communication is an essential element of patient-
centred care and the onus is on the medical team to
communicate and collaborate in a therapeutic alliance with
children with cancer and their families.** Empowerment
through patient-centred care redresses imbalances of power
relations in the health setting**? and encourages positive
cooperation and well-being® in young cancer patients and
their parents or guardians.

As previously documented,>" this study found that lack of
public health awareness, misdiagnosis, poor cancer
diagnostic skills at primary care clinics, incorrect treatments,
unproductive admissions to regional hospitals and long
waits for appointments all contributed to delays in children
with cancer reaching tertiary oncology units. Despite the
financial limitations of many families, when access to care
became problematic, many participants searched for
alternatives such as private doctors and pharmacies or even
travelled to other towns.

Patient-centredness refers to an approach to medical care
that is responsive to and respectful of patient needs and
where patient values guide the clinical process.* A lack of
patient-centred care in a variety of settings was mentioned
by patient-contributors and some nurses were harshly
criticised. This feedback reflects the stresses under which the
nursing profession works in SA and highlights the urgent
need for supportive management and training in patient-
centred care. The current primary and district health system
in SA is the entry point for many children who have
symptoms of cancer, and clinic staff should be trained to use
primary care algorithms that include cancer detection and
care guidelines.® Notwithstanding these challenges, there
were occasions when referral pathways were efficient,
medical teams were skilled and referrals to tertiary oncology
centres were well expedited. Separation from home was a
critical challenge for families and the CHOC care homes
were an invaluable resource.

Most South Africans are dependent on the no-cost public
clinics, hospitals and transport for access to health care
services.* The financial burden of additional unavoidable
costs?® incurred in the process of accessing cancer care can
create unmanageable financial pressures®®* which can
contribute to the risk of treatment abandonment.*** Financial
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assistance was inadequate for many families coping with
childhood cancer, and financial aid and labour legislation to
address threats to employment or compassionate leave for
parents are needed.

Transport challenges are well known as a treatment burden
for vulnerable patients with cancer in both local-to-treatment
and distant-to-treatment samples.”” In this study, most of the
childhood patients with cancer (77%) had to travel far away
from home for treatment and the separation of families was
an onerous challenge. Practical transport challenges included
long waits (even sleeping overnight on benches or on the
floor) for pickup, harsh travel conditions, difficulties with
bookings, costs, struggles accessing information and
frustration with rectifying problems.

Stigma, ignorance and poor public awareness of cancer are
all interrelated factors that contribute to poor outcomes and
can lead to shame, fear, embarrassment, isolation and a
feeling of lesser worth. Some cancer stigma is entrenched in
traditional culture and beliefs and shapes health-seeking
decisions' and can perpetuate misconceptions about cancer.
Children were also noted as particularly vulnerable in the
school system where the stigma of cancer could lead to
fearfulness and rejection by peers because of fearfulness of
cancer, visible tumours, alopecia or just looking different.

A significant number of parents expressed concern that their
children were missing out on school and six children in the
sample had completely dropped out of school and three
others were under severe threat of dropping out. Children
who managed to maintain school work tended to have an
ongoing relationship with teachers from their home school
and active parental involvement. A few young parents had to
abandon their own schooling and tertiary education, which
highlights an area for targeted counselling to support parents
to resume their studies. Where hospitals were fortunate to
have schooling services, language differences, inconsistent
contact with teachers and children having a wide range of
learning needs were also challenges.

Conclusion

This qualitative and on-the-ground perspective of cancer-
related challenges makes an important contribution to the
recognition and understanding of childhood cancer-related
challenges in a low-resource setting, and to the development
of solution-focused cancer advocacy.® The findings identify
that poor medical services, poor psychosocial care and lack of
prioritising of cancer in national health care contribute to
many emotional, social and practical challenges for young
South African patients with cancer and their families.”5*

The main cancer-related challenges that were reported in the
photovoice interviews included lack of awareness and
knowledge about cancer at the traditional healing level,
primary and regional health care levels, lack of patient-
centred care, undesirable separation of children with cancer
from family and guardians, exclusion of parents or guardians
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as important members of the care team, lack of targeted
counselling for the special needs of teenagers and the lack
of community and palliative care support for paediatric
oncology. Recommendations include educational outreach to
schools and traditional healers, training on childhood cancer
atthe primary and secondary health carelevels,improvements
to hospital transport and firm protocols for keeping children
with their caregivers.

Recommendations for further research include community
and palliative care for children, the care of children with
cancer who have permanent disabilities, and problems with
access to financial assistance. These findings highlight the
need for improved cancer planning as well as an emphasis on
the early detection of cancer in SA.#
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