Utrecht Institute for
Pharmaceutical Sciences

(UIPS)

§L% Utrecht
%A§ University

THE CAREGIVER'S EXPERIENCE OF CHILDHOOD CANCER TREATMENT IN SOUTH AFRICA

BACKGROUND

With current survival rates of approximately 50% [1,
2], South Africa is committed to achieve the World
Health Organization’s (WHO) Global Initiative for
Childhood Cancer (GICC) target of at least 60%
overall survival for children [3] and improving the
ives of those living with or surviving cancer [4]. To
effectively inform policy development, a better
understanding of the user perspective - or the
caregiver perspective - is vital.
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OBJECTIVES

We sought to explore treatment-related, financial
and psychological experiences of caregivers in
South Africa’s (SA) public and private sectors during
cancer treatment of their children.

METHODS
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Three focus groups (4-10 caregivers each) were
conducted with caregivers of children undergoing
cancer treatment in SAs public healthcare sector. A
fourth exploratory interview with two parents in the
private sector was conducted online. A mixed-
methods approach was employed using a
combination of thematic analysis and grounded
theory.

Participants were asked about 1) the cancer
journey, 2) the impact of the diagnosis and
treatment on their lives and their family, 3) support,
4) experiences accessing care services, 5) financial
experiences and costs made, and 6) unmet needs
during the cancer journey.
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for me, every week [...] | must go see where
| can get money [...]. And next week | must
be there again.
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Repeated and
far travel

If there’s food parcels, we would also
like to receive them because we can’t
afford. Since our children are sick, they FINANCIAL
need special diets to keep them healthy. B AR
So, we can't afford that with the child
support grant.

Grant money
insufficient

PS, other caregiver

Unable to work

“"And the hospital was very, very accommodating They had
a parents’ menu as well. So, | got three meals a day that was included
as well. [...] And then they also had mini fridges, where you could store some
of your own things as well. So, in terms of catering, it's made it a lot easier,
especially for the kids because they can get quite picky”

P22, mother PRIVATE SECTOR

SUPPORT FROM
FAMILY AND
COMMUNITY
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when [name of child] was first diagnosed, she motivated with [medical
insurance scheme] and they made available 200,000 grand for last
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Knowledge
about cancer

Your CHOC [childhood oncology
consortium] house help us a lot for
those who are far, you see, because they
gave us toiletries and everything, food, a
place to sleep, playing room for the kids.
[...] it is nice because they have transport
for us, they have food for us. Sometimes
here at hospital we don't have food when
we are there, we don't have food, at least
here there is enough food for us.
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Acceptance
by family
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“So, what my son's oncologist did is she worked out what the
cost of the program would be more or less. So, in the beginning,

year, and that pulled us through’
P21, mother
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RESULTS

20 caregivers from the public sector participated in
the focus groups. The majority of caregivers
identified themselves as either black (70%) or
colored (25%), with 65% being the mother of the
child. There were two participants — both mothers -
for the private sector session.

CONCLUSION

Caregiver experiences demonstrated that
improvements are urgently needed in the
recognition of childhood cancer symptoms
at primary healthcare level in South Africa.
There is an increased need for financial
support from government through social
grants, travel allowances and nutritional
support. The experiences of caregivers
seeking care in the private sector
confirmed the persistent inequities in the
health system.
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