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SUMMARY

Background: Developing countries such as Ghana have very poor childhood cancer survival rates. There is a need
to determine reasons for late presentation and treatment abandonment which are major causes of poor survival. Un-
derstanding these issues could inform effective strategies for childhood cancer control in resource-constrained set-
tings.

Aim: To explore factors influencing parental decision-making for children with cancer in Ghana with regard to
health seeking and retention in treatment, in order to provide information that will guide Public Health interventions
for childhood cancer control.

Method: This exploratory qualitative study was conducted based on an interpretative epistemology using a social
constructionist approach. Purposive sampling of parents attending the Paediatric Oncology Unit, Korle Bu Teaching
Hospital in Accra, Ghana was undertaken. Twelve semi-structured moderate interviews and two small focus group
discussions with a total of seven participants were undertaken. Data analysis was through thematic content analysis.
Results: Five major themes emerged. Knowledge and perceptions revealed a total lack of appropriate knowledge
prior to diagnosis. Health-seeking behaviour was determined by interplay of individual and environmental factors.
Orthodox medical treatment was largely perceived favourably. The impact of cancer on parents and children includ-
ed psychological, physical and socioeconomic effects. Financial, spiritual and psychosocial support helped in cop-
ing. Parents recommended public education and health financing to address the major barriers.

Conclusion: Broad social determinants and experiences influence parental decision making for children with can-
cer. This implies Health Promotion strategies with multi-sectorial involvement will be required for effective imple-
mentation of the National Strategy for Cancer Control.
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INTRODUCTION

Globally, the annual incidence of childhood cancer is
about 140 per one million children under the age of 15
years with175,000 new cases and 96,000 deaths annual-
ly.! Ninety percent of these deaths occur in developing
countries. > From the early 1960s with five year survival
rates less than 30%, long term survival is now over 75%
in highly developed countries.’

Survival for childhood cancers in developing countries
is low. * There are several factors for this, but delayed
reporting to treatment facilities and abandonment of
treatment, are of major concern.* The World Health
Organisation (WHO) Global Action Plan seeks to
achieve a 25% reduction in mortality from non-
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communicable diseases including cancer between 2013
and 2020.° As deaths from preventable infections in
childhood are being controlled, deaths from cancer are
set to increasingly form a significant percentage of
deaths in developing countries.’

Health-seeking behaviour is a process of interaction
with the health system and is affected by social, envi-
ronmental and health system factors.” Treatment aban-
donment is defined as a failure to start or there being a
hiatus, not medically indicated, of at least four consecu-
tive weeks during planned treatment.*
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A systematic meta-analysis of studies from LMICs gen-
erated abandonment rates of up to 74.5%.° Socioeco-
nomic”'*'" and health system factors such as access to
treatment are known causes.'>" In a stuy in Kenya, de-
lays to treatment were mainly due to guardian factors
compared to health system factors, being nine and two
weeks respectively.'* Some studies have reported com-
paratively longer health system delays.'>'® Lack of in-
formation, family pressures, financial and hospital de-
tention practices have been noted to affect treatment
decisions.'” Parents’ quest for less traumatic therapy and
the attitude of healthcare professionals do influence
abandonment.'® There is a paucity of studies on parental
perceptions and health seeking from Africa. Most stud-
ies have focused mainly on abandonment. Early detec-
tion improves outcomes and so this study is important
as it explores reasons for delayed presentation. With
regards to abandonment, how parents cope so as to be
able to stay in the treatment programme is critical and is
studied here. There is a gap in this area in the few pub-
lished African studies. The aim of this study was to ex-
plore factors influencing parental health-seeking deci-
sion making for children with cancer in Ghana in order
to generate information that would guide Public Health
interventions for childhood cancer control.

METHODS

Ethical approval was obtained from University of Liv-
erpool and local ethical approval from the University of
Ghana School of Medicine and Dentistry Ethical and
Protocol Review Committee prior to study commence-
ment.

Study design

An exploratory qualitative study design utilizing semi-
structured interviews and focus group discussions
(FGD) was employed. Setting: The study was conduct-
ed in the Department of Child Health, Paediatric Oncol-
ogy Unit (POU) at the Korle Bu Teaching Hospital
(KBTH) in Accra, Ghana, West Africa. This POU, the
larger of only two in Ghana where children with cancer
are treated, receives referrals from all regions of the
country. About 140 cases are admitted to the unit annu-
ally. "’ The interviews were undertaken in a separate
quiet room in the POU Day Care Unit, ensuring confi-
dentiality.

Sampling/study population

Purposive sampling of parents of children with cancer
attending the POU was utilized to recruit 12 participants
for one-to-one, semi-structured interviews and 7 partici-
pants for 2 FGDs. The parents, who voluntarily agreed
to participate, had children diagnosed with cancer be-
tween four weeks to six months prior to the interview
and were on treatment with a curative intent.
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Participants had to be able to speak either English or
Akan, languages the researcher was fluent in and spo-
ken by the majority of people in Ghana.” Written in-
formed consent was obtained prior to commencement of
interviews. Unique study numbers for participants en-
sured confidentiality and anonymity.

Sample recruitment

Participant recruitment was undertaken from January to
March 2015. Participant information sheets in English
or Akan were distributed to all eligible parents at the
clinic by the senior nurse-in-charge and read to illiterate
parents by her. Those who agreed to participate were
contacted by the researcher.

Data collection

Based on a social constructionist approach, a semi-
structured interview guide with open-ended questions
was utilized. Pilot testing of the interview guide with
two parents and one focus group was undertaken in Jan-
uary 2015. No changes to the data collection instrument
were made except to shift the sensitive question about
their child being cured almost to the end of the inter-
view. Data from the pilots, being information rich, were
included in the study. The use of FGDs was intended to
encourage conversation, as well as to minimize potential
power imbalance effects of the researcher over partici-
pants so they could be more expressive of negative
views.>' This, being considered a form of triangulation
also helped validate the interviews. >

Key topics included were: Understanding of cancer;
Decisions taken and reasons; Experiences of parent and
child; Recommendations to promote appropriate health
seeking and retention. The conversations were digitally
recorded with permission, notes taken and recordings
transcribed. Duration of interviews lasted 30 to 59
minutes and FGDs 63 and 84 minutes each. All the tran-
scriptions and translations were done by the same re-
searcher so as to ensure accuracy and to aid familiarity
with the data. >’

Analytical approach

After transcription the data was analysed using thematic
content analysis (TCA). Based on the empirical data,
inductive coding was performed. Codes were then
grouped under subthemes by comparing participant ac-
counts by means of a rigorous iterative method. Using
the process of induction, common subthemes were rec-
ognised leading to the emergence and identification of
principal themes. The study objectives also informed the
deduction of themes which were thereby derived both a
priori and by induction.
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RESULTS

The participant demographic details are shown in Table
1. Themes and subthemes are shown in Table 2. Direct
quotes are presented here to support themes. R repre-
sents individual interviews and G focus group partici-
pants.

Table 1 Demographic details of Participants

Characteristic Participants’ Demographic Details

Gender Females — 13
males — 6

Mean age — 36yrs
(range: 25-49yrs)
All Ghanaian
Akan -9,

Ewe -3

Ga-2

Nzema - 2
Northern - 3
English — 7
Akan - 12
Tertiary — 4
Secondary - 7
Primary — 5
None - 3
Professional — 5
Non-professional — 12 (eg, farmers, trad-
ers)
Unemployed — 2
Christian - 15,
Moslem - 4

Age

Nationality
Ethnic group

Language

Education

Occupation

Religion

Table 2 Themes and Subthemes

Theme: Subtheme:

1. Knowledge and Percep- 1.1 Knowledge of cancer

tions about Cancer 1.2 Education source for cancer

1.3 Perceived Causes of cancer

2.1 Delays to treatment

2.2 Decision makers

2.3 Determinants influencing paren-
tal treatment decisions

2.4 Actions taken by Parents

2.5 Complementary and Alternative
medicine use and perspectives

3.1 Communication and counselling
on disease

3.2 Health worker interactions with
parents and children

3.3 Physical effects of treatment

3.4 Perspective of parents about
treatment

4.1 Psychological effects throughout
disease course

4.2 Perceived stigma and discrimi-
nation against parents and children
4.3 Relationships with family,
friends

4.4 Effects on normal life

4.5 Resources for coping

5.1 Public awareness creation

5.2 Access to treatment

2. Health-seeking Behaviour
and its Determinants

3. Perspectives about Or-
thodox Medical Treatment
Received

4. Impact of Cancer on
Parents and Children

5. Recommendations to
Enable Early Presentation
and Retention in Medical
Treatment Programme
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Knowledge and Perceptions about Cancer

All parents, except one, heard about childhood cancer
for the first time when their child was admitted to
KBTH POU. They associated cancer with death, based
on adult experiences and this provoked anxiety.

R7 “Sometimes, it is difficult ....you are told the child
has cancer, ah, this little child can get cancer, ah, it is
frightening.”

The media (television, radio) was a source of adult can-
cer information for several parents. Only one had prior
knowledge of childhood cancer through media. All had
been informed about childhood cancer by health profes-
sionals at the tertiary facility with only three at the refer-
ring hospital. Other information sources were friends,
relatives, pastors, herbalists. Parents also educated each
other based on their experiences.

R2 “...they [parents] use theirs [experience] as an ex-
ample. That ‘you see, this is how your child, this nice
boy, this is how he will turn [become]’. So they put fear
[frightened me].”

A few parents knew causes of adult cancers including
lifestyle habits and aging. This contrasted with a high
level of wrong perceptions such as money in close con-
tact with skin as a cause, trauma being causative, cancer
being infectious and spiritual causation.

R11 “if the person ....is not into smoking, drinking and
he happens to get some [cancer], what comes to our
mind, maybe it’s a spiritual attack....”

Health-Seeking Behaviour and its Determinants

The delay from the time it was first noticed by the fami-
ly to presentation varied from two weeks to over a year.
Delays due to service factors included rescheduled ap-
pointments because of the unavailability of physicians,
various treatments being given at health facilities or
drug stores and long waits for results of investigations

R1 “On the date when we went they said it was a holi-
day. We were given several other appointments aaaah
and finally when he saw us he also said that the child’s
eyeball was dead...”

Parental factors included lack of knowledge, financial
difficulties, fears about treatment and a few using alter-
native therapies such as herbal treatments, faith healing
and self-medication. Most respondents said decisions
followed combined parental discussions but one woman
stated she had to wait for her husband’s directives.
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G2 “As for me, ((sigh, sucks teeth)), it’s true, if the child
is not well, I cannot take the child to hospital quickly. It
takes some time.... The father, the father says we should
go to hospital.”

For initially accessing care, although parental percep-
tions and financial issues were major factors, the influ-
ence of relatives and friends was important. Once the
diagnosis was made, additional factors that affected
decision making were; information given by health
workers, treatment fears, influence of other parents and
experiences in hospital.

R4 “...they would do her surgery, firstly, and the hair
would go off [bald]. That is when I said that mmm, then
I would not allow the doctors to attend to my daugh-
ter.... But after that, my husband talked to me and he
said ‘(R4) look, our daughter is important, let’s agree’.
Because they said ...plenty money is involved... That is
why I said no.”

Once contact was made with a health facility all except
four complied with medical advice. Three feared effects
of their child losing a body part through surgery and so
defaulted.

R7 “That is what is worrying us. If they remove a kidney
that means it’s only one that will be working. You see.
And in the future something might happen and the other
one may () and if it has to be removed that will mean
death.”

Combining orthodox medicine with prayers, believing
God would ultimately heal their child, was universally
expressed. Combining native (herbal) with orthodox
medicine was deemed inadvisable. Few parents tried
native medicine, not knowing whether it was effective
and the few who did concluded it was not useful.

R6 “Her grandma said she wouldn’t allow us to bring
her [child] but there is native medicine that would
work. So that day, she took us ... and she was given,
given medicine. ...I told her father that I am worried
about the child’s condition. I also don’t understand the
[native] medicine... So when grandma left, that night,
we took public transport and came here.”

Perspectives about Orthodox Medical Treatment
Received

All the parents mentioned information given them about
the diagnosis and treatment, demonstrating that for the
most part they were well informed.

R2 “I think doctors are very good here because every-
body was trying to talk to you very calm, they tell you
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what will happen... they educate you about the whole
thing.”

But the approach sometimes affected parents.

R3 “...you see, they [doctors] went straight forward.
You see in matters of err, medicals...get the clinical
psychologist to prepare your [parent’s] mind that this is
what we are going to tell you...”

Of concern was the expressed difficulty of parents ask-
ing doctors questions, despite doctors being described as
being ‘pleasant’.

R3 “You might not have the courage to ask them [doc-
tors] questions. ...the stress you go through will not
help you think through that oh, these are some of the
questions when I see the doctor I will ask.”

Most parents were pleased with the interactions, stating
that health professionals were friendly, empathetic, but
a few health workers displayed negative attitudes lead-
ing to perceptions of them looking down on parents.
Distressing side effects were due mainly to the vomiting
which some parents however accepted as evidence that
the treatment was working.

G2 “We pray that the child should vomit so that the
disease will be cured."”

Parents appeared to cope as they had been informed
about side effects prior to starting treatment.

R2 “They prepare your mind concerning the ... treat-
ment you are going to go through. So even if you are
going through you know they’ve already tell [told] you
this is what will happen.”

Uppermost on all minds was the cost involved, includ-
ing wasted resources in the event of death. Notwith-
standing, they were pleased with the treatment as it was
perceived from their observations to be effective.

Impact of Cancer on Parents and Children

The diagnosis evoked a wide range of emotions from
initial anxiety and sadness to happiness once the chil-
dren were perceived to be responding to treatment. Feel-
ings of guilt were expressed by a parent:

G5 “The first day I heard of this, I was baffled ...where

is this one [cancer] from or is it due to my mis-
deeds...?”
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All parents except one expressed unwillingness to dis-
close the diagnosis to others. Stigma, enacted and felt,
associated with this disease was the reason for this.

G6 “...if the child goes anywhere, if he goes to his
friend ....... they will say the child has a disease, they
will not allow you [friend] to eat with him [child]. You
see, the children will be scared of him. .......... his
friend will trouble him so much that the child will stop
school.”

The disease and treatment had profound effects on their
lives. Work was affected. All the children, even some
siblings, had experienced interruptions to schooling.

All parents relied heavily on their personal faith and
spiritual support to cope. Funds from relatives, friends,
the church or provision of drugs was crucial. Adequate
information and staff attitude helped all parents accept
and continue treatment. Seeing their child and others
improve was also encouraging.

Recommendations to Enable Early Presentation and
Retention in Orthodox Medical Treatment Pro-
gramme

All the parents were of the view that being unaware
that their child could possibly be suffering from cancer
contributed to delays. Public education activities in
schools and the community using media to raise aware-
ness including educating health workers were deemed
very important. Information provided consistently for
parents was stated as encouraging retention.

R4 “...you have to encourage them with words every
day. That is what is good because that is what helped
me to stay, to agree.”

Financial support and treatment being made available
under the NHIS was expressed as a necessity. Health
workers being more approachable would encourage
parents to seek appropriate health care and having a
more efficient patient review system at lower level facil-
ities would encourage attendance.

DISCUSSION

This study provides important insights as to factors,
ranging from the individual level through to national
policy levels, that influence decisions on uptake of and
persistence or otherwise on treatment for childhood
cancer in a Low Middle Income Country.

The almost universal lack of knowledge about child-
hood cancer prior to their child’s diagnosis indicates this
would be a major factor in determining perceptions
about illness severity and subsequent health-seeking
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decisions. Parents equating cancer with death implies
potential adverse decisions, if they are not well-
informed about good treatment outcomes.'”** The me-
dia being main sources of community information
means use of this by health promoters could be an effec-
tive method for public health education. The knowledge
exhibited by all parents in this study suggests that rele-
vant information, if given consistently by health profes-
sionals is understood. **

The unknown causation of most childhood cancers
could re-inforce perceived supernatural causation and
lead to the quest for alternative therapies.*® All parents
combined faith with orthodox medicine, a very common
practice found amongst adult patients in this setting. >’
Parents seeking orthodox treatment suggest confidence,
initially, in the biomedical health system. The diagnos-
tic delays demonstrate the necessity for efficiency in the
health system. Treatment fears, due to concerns about
its effects, leading to treatment refusal or abandonment,
reinforce the need for provision of adequate information
and counselling. ** The importance of parents being
well-informed and understanding the treatment trajecto-
ry is evident. Parents being unable to ask questions,’ is
of concern since cooperation with treatment improves
when clients feel empowered enough to make input into
treatment decisions. *’

The significance of health professional attitudes in shap-
ing parental perspectives is evident. Negative attitudes
of health workers may lead to feelings of loss of self-
esteem as articulated by some parents. This could fur-
ther exacerbate psychological effects of their child’s
disease on parental self-worth. The significance of
pleasant and encouraging attitudes exhibited by health
professionals in shaping positive parental perspectives is
evident in this setting. A holistic approach by service
providers is very important as health care providers fo-
cussing only on the physical disease could lead to par-
ents seeking alternative therapies from more empathetic
practitioners.'®

Psychological effects can be quite traumatic®® !, mak-
ing the involvement of a clinical psychologist in multi-
disciplinary teams important. The perception of societal
stigma, with its attendant stresses’ denotes a lack of
knowledge and understanding about cancer in the com-
munity. This calls for public education.

Considering resources that help parents cope and be
resilient, this study confirms financial support and ease
of access to drugs are crucial. The need for spiritual
support and relying on personal faith®** being key cop-
ing tools, signify religious representation in multidisci-
plinary teams would be beneficial.
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Acceptance of side effects by parents, who have been
given prior knowledge of such, continues to buttress
good communication between health workers and par-
ents as important.

The benefit of public education has been demonstrated
by others™ and so educational campaigns to create and
maintain awareness are required. The importance of
community involvement in educational programmes is
supported by the fact that some parents seek treatment
from community pharmacies, herbalists and churches,
as also reported in Nigeria. "> The ability to impart the
requisite information to parents at all levels of the health
system is important, potentially reducing parental delays
and abandonment.Good communication skills a necessi-

ty.

Financial implications play a prominent role in deter-
mining decisions.”" This is a huge barrier for uptake
and continued use regardless of health service quality.
Health financing for childhood cancer with National
Health Insurance coverage is strongly recommended.
Fair financing, health provision and responsiveness
should be intrinsic goals of health systems.*®

Limitations

The population was restricted to those who had sought
orthodox treatment so some responses, for example
about complementary and alternative medicine, would
not be representative of the general population. Lan-
guage restrictions meant parents unable to speak Eng-
lish or Akan, were excluded with possible limitation of
a broader understanding of sociocultural factors. Further
research exploring psychosocial issues affecting chil-
dren with cancer in Low and Middle Income Countries
(LMICs) so as to improve their quality of life is re-
quired.

CONCLUSIONS

Parents’ perceptions of the health system, including
delays in appointments and negative attitudes of some
providers, should help inform policymakers for capacity
building, design and implementation of service delivery,
placing emphasis on responsiveness. Health-seeking
behaviour of parents with children affected by cancer
and their retention in treatment is determined, from an
ecological perspective, by wide-ranging interlinked so-
cial determinants from the individual through to nation-
al policy levels.

These findings should help direct health promotion
strategies’’ as behaviour change and choices require an
enabling environment. Implementation of country Na-
tional Cancer Control plans which would include capac-
ity building is of paramount importance if outcomes for
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childhood cancer are to be improved. There is the need
to strengthen the health system by a multi-sectorial ap-
proach, improving access, quality of care and health
financing so as to enhance equity and health equality for
children with cancer in Ghana and similar LMICs.
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